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FAMILIES WITH DISABLED CHILDREN: ISSUES
FOR THE 80°’S

FRIDAY, APRIL 189, 1985

HoUSE oF REPRESENTAT; VES,
SELECT COMMITTEE 0N CHILDREN, YOUTH, AND FAMILIES,
Washington, DC.

The committee met, pursuant to notite, at 10:35 am. in the
Malibu Room, Anaheim Hilton and Towers Hotel, 777 Convention
Way, Anaheim, CA, Hon. George Miller residin%e

N{embers present: Representatives Miller, Lehman, Monson,
Vucanovich, and Evans.

Staff present: Ann Rosewater, deputy staff director; Jill Kagan,
research assistant; Christopher Reynolds, professional staff,

Chairman MiLLer. We will now call the first panel. Beverly Ber-
taina, from Sebastopo!, CA; Mary K. Short, from Fountain alley,
CA; Lisbeth J. Vincent, associate professor for the Department of
Studies in Behaviorial Disabilities at the University of Wisconsin,
Madison; Ann K. Turnbull, the acting associate director, Bureau of
Child Research, University of Kansas, Lawrence, KS; and John A.
Butler, who is the principal investigator of the cooperative study of
children with special needs, the Children’s Hospital Medical
Center, Boston, MA.

Welcome to the committee. We will recognize {'ou in the order in
which you appear in the witness list. We are all going to have to
speak up so that the people in the back of the room will be able to
benefit from your testimony.

OPENING STATEMENT oF CONGRESSMAN GEORGE Mir.LER, A REPRESENTATIVE IN CON-
GRESS FROM THE STATE OF CALIFORNIA, AND CHAIRMAN, SeLecT COMMITTEE ON
CHiLDREN, YouTH, AND FAMILIES

Welcome to the Select Comnittee on Children, Youth and Families.

Today we will continue to =xplore, as we have for two years, the needs of our fam-
ilies and the childien who live in them. Qur members, of both parties, understand
and appreciate the importance of building an information base to allow for intelli-
gent poiicy making, especially in light of the social and economic changes confront-
ing us.

his hearing—“Families with Disabled Children: Issues for the 80's”~—continues
our series lovking at families living in snecial or unusual circumstances

As always, we will try to learn how to prevent the destablilizing stresses these
families may suffer and how to ensure that chronically ill or disabled children have
equal eduvational and employment opportunities. We will look at ways to raake the
best use of public and private resources so that these families and children receive
the supports they need to enxio independence and stability.

I know today's hearing will be an imdportant one. We will learn directly from fam-
ilies with disabled children how thta; eal with child care, health care, with educa-
tion and with other family needs. We will hear from innovative service providers.
And, as always, we wil: gather the best available research data. I think it will

n

-

. &




2

become evident. however, that our government still does not commit adequate re-
sources to learning about those who are disabled or their needs. And there is little
dfispute that the resources committed to providing necessary services are sorely in-
adequate.
Perhaps our work here today vsill help bridge some oi the niape. I think all mem-
bers of Congress want to move forward, not backwards. I think they are more sensi-
tive than some others in Washingtor, who have recently made some unfortunate
and urfair public remarks on the subject we will be talking about today.
I look forward very much to your testimony.

FamiLies WitH DisaBLEp CHILDREN—FAcT SHEET *

HOW MANY CHRONICALLY ILL AND DISABLED CHILDREN ARE THERE? **

A widely accepted estimate of the prevalence of hondicaps in the population
under age 21 is 11.4% (9.5 to 10 million children). (Kakalik, 1973)

Over two million children, double the number since 1958-61, suffer some degree of
limitation of their activities because ¢.f their health or disav ility. (Newacheck, 5 1detti,
and McManus, 1984

Just over one million children (1.5% of the childhood population) are limited in
their ability to attend school. (Newacheck, Budetti, and McManus, 1984)

Anothe 9 million have less severe chronic ilincsses. (Vanderbilt Institute for
Public Policy Studies, 1983)

STRESSES THAT CHALLENGE FAMILY STABILITY

Families with a disabled child are about twice as likely to experience divorce or
separation. (Breslau, unpublished, 1985; Bristol, 1984)

Nearly 20% of children v ith cerebral palsy seen over a twelve month period at
one Chicago care center had been abused. (Diamond and Jaudes, 1983)

In 1980, respite care was the need most frequently identified by state social serv-
ices for families with developmentally disabled children. (Cohen and Warren, 1985)

PREVENTION SAVES MONEY AND KEEPS FAMILIES TOGETHER

In-home care for a severely disabled child costs $7000 to $8000 per year, compared
to $38,000 to $40,000 annually for institutionalizing that child. (Disability Rights
Education and Defense Fund, 1984; Vincent 1985)

If intervention for handicapped infants is delayed until age six, education costs to
age 18 are estimated at $53,350. If intervention services begin at birth, education
costs are estimated at $37,272. Total savings: $16,078. (U.S. Dept of Education, 1985)

For every $1 invested in high quality preschool programming, there is a $3 reduc-
tion in public special education costs. (Schweinhart and Weikert, 1980}

A Colorado study which analyzed the cost-effectiveness of a quality preschool pro-
(g‘rvargl folugrgi1 )a cost-savings of $2000 per pupil in averted special education services.

eiss,

HANDICAPPED CHILDREN: IN OR OUT OF SCHOOL?

Although as many as 10 million children are estimated to have handicaps and
may need special education services, in 1983-84, 4,341,399 handicapped children,
ages 3-21, were served under the Education of the Handicapped Act. (U.S. Dept. of
Education, 1985)

Almost half the childien served were identified as ‘learning disabled’; and the in-
crease in the learning lisability category (from 797,213 in school year 1976-77 to
1,811,489 in 1983-84) accounted for the greatest proportion of the total increase in
children served since 1976-77. (U.S. Dept. of Education, 1985)

* A complete list of references 18 available upon request

** Who 18 defined as handicapped or disabled may include those within a broad range. those
with mild mental retardation or learning disabilities to those with hearmﬁ impairment, visual
impairments, severe physical disabilities, multiple-handicaps or chronic 1llness Depending on
the definitions used, estimates of the &grcen e of children with disabilities mag range from 4%
to 24% of the childhood population (The Children’s Policy Research Project, 1980, Estimates of
the number of handicapped children are highly unsatisfactory because many childr:n are in-
(l:glél(')ectly classified as handicapped, others posses undetected disabihities (Gleidman and Roth,

}
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It is estimated that 1 million preschool-age handicapped children need special
education services. However, in 1933-84 only 243,087 3-5 year olds received service
under P.L. 94-142, barely an increase from the 232,000 children served in 1975. (U.S.
Dept. of Education, 1985; Vincent, 1985)

FINDING A JOB: FEW OPPORTUNITES FOR DISABLEL YOUTM

Many disabled students graduate from the regula- educational curriculum. An-
other 250,000 to 300,000 disabled students leave or grac .ate from special education
each year. And, in Colorado, fifty percent of special education graduates participat-
ed in post-secondary education at some tine in the 4 to 7 years following graduation.
(U.S. Dept. of Education, 1984 and 1985)

Nevertheless, between 50%-809% of working-age disabled adults (6 to 10 million
persons) are jooless. Those for whom publicly supported day and vocational services

are available often experience low wages, slow movement toward emg‘lioyment, and
segregaticn from their non-disabled peers. (US. Dept. of Education, 1584)

Between 509-80% of former special education students are employed. However,
among more severely handicapped students in the state of Wi n, only 219%
were employed. Even for more widely handicapped youth, almoet all Jobs were in part-
time, entry-level gervice positions. A Coloradu study found that special educetion

graduates were earning at or below minimum wage. (U.S. Dept of Education citing
three studies, 1985)

MEETING THE COST OF HEALTH CARE
Forty percent of all disabled children in poverty are ineligible for Med:caid. (Van-
derbilt Institute for Public Policy Studies, 1983)

Estimated average expenditures for health services for chronically ill or disabled
10t

children may be imes as high as for non-disabled children ($3200 compared to
$300 per year in 1978 dollars). (Breslau, 1984)

While 68% of all children receive health benefits under group plansg, many costs
faced by families with chornicall, ill or disabled children are not covered. Many
families are excluded from participation by private insurers because of refusal to
cover pre-existing conditions (Vanderbilt Inatitute for Public Studies, 1983)

In a random sample of children with disabilities in five of the largest school sys-
tems, a significant percentage had no regular source of health care, no regular phy-
sician, or nio publie or private health insurance. (Butler, 1984)

Chairman MILLER. Beverly, if you would like to proceed.

STATEMENT OF BEVERLY BERTAINA, PARENT, SEBASTOPOL, CA

Ms. BERTAINA. My name is Beverly Bertaina.

Chairman MILLER. You are oing to have to speak up because
the microphone is for the recorder——

Ms. BERTAINA. Oh, I see.

Chairman MiLLER. And unfortunately, not for the room.

Ms. BerTaINA. OK.

My name is Beverly Bertaina, and I am Adam’s mom. (Makes
sigh with hand.) I got this nickname when we sat in at the HEW
building in 1977. Adam is 12 years old. He has severe disabilities,
including profound retardation, cerebral palsy, and seizure disor.
der. I hate always having to start out this way, but it is necessary
in order for the people to understand the magnitude of our situa-
tion.

In the United States and in California, parents of children and
adults with disabilities are faced with a number of appalling
choices in every stage of their child’s life and development. I wili
be discussing the choices we have been making recent!: and will
be making in the near future.

Do we allow our child to be educated in a second-class segregated
school, or do we fight to get them into an integrated program,
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which, in my situation, ended up an hour across the county from
our home?

Special education is the single most important support system
available to families with disabled children. Since Public Law 94-
142 passed, great progress has been made in providing disabled
children with an appropriate educational program. However, the
letter and spirit of that statute has been consistently violated in
the area of integration. Many students are still placed in expen-
sive, segregated facilities, not Kecause they need to be there, but be-
cause the facilities exist, and administrators want them filled.

I understand that Orange County has been attempting to get ap-
proval from the State to construct a new segregated facility. Inte-
grated programs cost less, and provide a far better education, but it
is very hard to get your kid into an integrated pregram if they are
severely disabled.

It took us 2 years and a fair hearing to get our son out of the
development center. We got him into an integrated program, but it
is 15 miles and an hour’s ride across the county from our home.
Transportation costs are tremendous because the schools in our dis-
trict refuse to provide programs for the severely disabled students
who live in their districts. We pay property taxes there, but we
cannot get our kids into our own schools.

Regular education students have first priority for space in
schools, and if anything is left, special ed students may get it, al-
though they may also get kicked out the next year, if they need the
space for somebody else.

Only special ed students are told there is no room or no program,
“go somewhere else.” Schonls do not care how far, how inappropri-
ate, or how segregated “somewhere else” might be.

I the past, parents could depend on the Federal Government to
be the final defender of their children’s rights, put since President
Reagan was elected, the Federal Government has acted more to
limit those rights than to expand them.

I wish to thank Congress for refusing to cooperate with the ad-
ministration in repealing and block granting che funds for Public
Law 94-142, and Section 504.

Another choice we have had to make is do we allow our child to
use Jegregated services, or do we battle to get into generic commu-
nity services. There are no camps. There are a hundred camps in
our area in Sonoma County, none of which will accept our kids. So,
we have to drive them a 150 miles south to a special segregated
camp in Santa Cruz. There is no integrated swimming program at
the YMCA, no integrated after school programs, or recreation pro-
grams, and there is very little child care.

Parents with children with severe disabilities need child care as
much or more than other parents, and they need it for a longer
time. We were fortunate in finding an integrated program with a
family who has a disabled child ard is not afraid to deal with him.
But, we are charged a third more than the other parents. The chil-
dren in the child care center are much younger than Adam, but
there is no age appropriate option for anything after school.

Regional center, the regional center system in California, one of
their mandstes was to deal with this situation. to try to get generic

10




5

services to include our kids, but they are so underfunded, it has
never been done.

Do we ruin ourselves financially or do we Flace our kids? This is
a terrible quandry that many nts face. It is an amazing osg.m-
dox that institutional care for Adam would cost between $30, ) to
$65,000 per year, but the Federal and State Government is willing
to ipen , for us, only $2,000 to $3,000 a year to ‘nelp us keep Adam
at home.

Adam’s medical expenses are very large. We are fortunate that
my husband carries very good medical insurance, but many fami-
lies do not. We had a recent emergency where Adam choked and
had to go to the hospital. The ambulance ride and the emergency
room treatment alone was almost $1,000; for a family with no in-
surance, it would have been incredible.

Adam uses very expensive equipment. A $3,000 wheelchair, a
walker, an arm support for feedin, g. Our 7-lyear-old van with ramps
will soon have ‘o be replaced with probab y at least a $15,000 van
with an electric lift. I know of no elp that we can lock for from
anyone.

iapers. That does not seem very important, except he is goinﬁ
to be outgrowin% Pampers g_xl'etty soon, and the cost of diapers wil
then raise to $8.75 a dozen. He goes r,hrough a dozen in 2 days.

A specially-trained sitter costs $6 to $9 an hour. Adam’s camp
costs $475 for 10 days. When our daughter went to camp, it cost
$100. The difference between the $100 and the $475 is not tax de-
ductible. Very few of our expenses are, and if a flat tax is adopted,
none of our expenses will be tax deductible.

If we place Adam now, we will be charged at the maximum rate
by the State for reimbursement for his care until he is 18. So, we
are caught one way or the other.

Do we place Adam outside our home when he is 18 and he is
ready, or do we do it now and deprive him of the famil{mlife that
every 12-year-old is entitled tn? He is etting harder and harder for
us to deal with at home. We get 20 hours of res ite services, but
that is not sufficient to help us with diapering, dressing, enemas,
bathing, feeding, lifting. We lift him in and out of his chair, in and
out of his bed, in and out of his walker, in and out of the bathtub,
up and off the floor. It is exhausting.

There is also tremendous pressure from his school, his doctors,
his therapists, and from our own sense of responsibility, to t-y and
do everything. For example, it is very important that his education-
al program be continued at home; in special pcsitioning, he needs
to use a special arm support when be is learning to feed himself, in
using the communications board, in giving him extra simulation
and attention. We are running out of energy.

Our teenage daughter shares a great deal of this with us, but
when she goes out on her own next year, it is going to be that
much more for my husband and I to deal with.

It is really outrageous that if we place Adam outs: 1e our home,
he will receive more services than he can %et inside our howne. In
placement, he would get full SSI benefits, fu:ther financial assist-
ance from the regional center, full medical and dentsl care, free
diapers delivered to the door, free transportation, free equipment,
full attendant care. None of which we can get at nome.

11
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Just considering respite, we need 2 to 3 hours of respite daily,
plus 20 additional hours monthly for when he is out of school, on
heliday, or cick, and 10 days a year, at least, for a consistent sus-
tained break from his care. This may sound like a great deal, until
you understand that we have used up a 2 month allotr 2nt of res-
pite in order for me to be here tod=y. We will get no respite for the
next 2 months.

I work as an independent contractor. When I do not work, I do
not get paid. Most of my income goes for child care and for other
expenses for Adam. I appreciate that this committee paid my trans-
portation, but I really wish I had thought to ask for child care ex-
penses. That probably should be something that is offered to fami-
lies when they are testifying.

One of the choices we will be making—at least, I hope, not until
he is 18—is do we place him in a State hospital or do we spend
years finding or creating a community placement for him? We
have always pledged to ourselves snd to him that we would never
place him in a State hospital. We feel that large institutions can
never be a good place to live. I would not live in them. You would
»ot live in them. Adam is not going to live in one either.

Community residences have “een shown time and again to be far
superior and far more cost-effective. We have watched many of our
friends with adult children spend years looking for a good place, to
finally find one, then to be placed on a waiting list, or to watch it
close after a short time because of insufficient funding. We really
dread the time when we wili have to start that search.

Cuts in services in funding in the last few years are a serious
blow to families with disabled children. State hospital placements
are on the rise again in California because families are breaking
under the pressure.

We have, for the first time, seriously considered placing our son.
We do not want to, but we honestly do not know how 'ong we can
keep going.

I would like to say that special education, as well as regular edu-
cation has recently begun to realize that it is not enough to teach
children to be good students, and to function in a school environ-
ment. The emphasis is beginning to change to training students, es-
pecially those with severe disabilities, to be functioning partici-
pants in the full range of activitics provided in our society, such as
home life, social/recreational activities, and especially meaningfui
employment.

Marvelous work is being done in Madison, WI, and other places,
to begin training severely disabled students from age 12 tc live,
work and piay in their communities. The transition from school to
work has been important and a difficult process for young adults
with disabilities.

I am encouraged that the Department of Educaticn rescognizes
this, and has provided leadership under Mrs. Will to deal with
transition. I know without this kind of nssistance, Adam has iittle
chance of succeeding in his move from school into adulthood and
independence. Thank you.

[Prepared statement of Beverly Bertaina fullows:]
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PREPARED STATEMENT oF BEVERLY BERTAINA

My name is Beverly Bertaina and I'm Acdam’s Mom. He is 12 years old and has
severe disabilities including profound retardation, cerebral palsy and « seizure disor-
der. Adam does not s » or walk nor is he toilet-trained. He has almost daily sei-
zures. I say this not 80 you will feel sorry for him but only 8o you will realize the
magnitude of our situation.

In the United States and in California, parents of children ard adults with die-
abilities are faced with a number of apalling choices at every st:fe of their lives and
development. In the ghort time we have here I will discuss o y those choices we
have made recently or ‘#ill make in the near future.

1. Doweaﬂowourchildtobeeducahedinaseeond—clauaegrega&edachoolwhere
we will never see a non-disabled child or do we fight to get him into an integrated
p which is & one-hour bus ride across the county?

Since PL 94-142 (the Education for All Handica Children’s Act) was poased in
1972, t progrees has been made in providing led students with an appropri-
ate educational neongrum, however, the letter and the spirit of tha{ statute are con-
sistently violated in the area of integrstion. Ma.n{ students are still placed in segre-
gated achools not because they nee? w be there but because the facilities exist and
a”'u;k tomwanttoae;th?mﬁ}llled. Adam tod

¥ us two years and a fair earing to get into an integrated program
but it is 15 miles and a one-hour bus ride away. Transportation costs are tremen-
dous because many school districts refuse to provide a program for their severely
disabled students in their local school. Regular education students have 1st priority
for space in schools and special education students get what's left, if any and often

loee that when the room is needed for something else.

In the past, parents could depend o1 the federal rnment to be the final de-
fender of their children’s rights, but since President was elected, the fedoral
government has acted more to destroy those rights. I wish to thank Co for

gﬂusing to cooperaw> with the administration ‘- Jestroying PL 94-142 and Section

2. Do we continue to allow our children to use segregated community services or
do we battle to get generic services to include our children?

There are no campe (out of the many in our area) which are prepared to accept
our son, 80 we drive him 150 miles south. There are no integrated swimming pro-
grams at the YMCA, there are no integrated after-school p recreation pro-
grams or child-care. Parents of children with severe disabilities need child-care as
much or more than other families and usuallfy for a longer time. We were fortunate
in finding in ted after school child-care for Adam with a family who has a dis-
abled child and is not afraid to dea! with him. But we are ¢ 0 1e-third more
thilnl thl;z!:ther parents are recd N i

this segregation is redun t and unnecessary and costs our society a great
d:‘afal in money and in lcet cpportunity to experience what disabled children have to
offer.

3. Do we ruin ourselves financially or place our child before he is ready?

It is an amazing paradox that institutional care for Adam would cost $35,000 to
$65,000 per year but the federal and state government are willing to spend only $2-
3,000 per year to help us keep Adam at home.

Adam’s medical expenses are very large including two expensive seizure medica-
tiors taken daily, frequent blood and other tests and visits with at least four differ-
ent doctors. We are fortunate that my hasband’s empltgzr provides good medical
and dental coverage but many families do not have this. ring a recent emergency
when Adam choked and stopped breatiy’ ag, the cost of the ambulance ride and
emergency room treatment aﬁme was almost $1,000. It is difficult to find adequate
dental and orthodontal care for persons with severe disabilities even if you have in-
sura::eoe. I understand from friends that Medi-care reimbursement is groesly inad-
equate.

Adam also needs eggensive equipment including: $3,000 wheelchair ((faid for by
Roilglolx;al Center), $150 walker, $°00 arm support for feeding (provided by the
school).

A van with ramps (when our geven year old van is replaced, it will cost at least
$12,000 plus $3,000 more for an electric lift).

Diapers at $50 ﬁr month (when Adam outgrows children’s sizes soon, the cost
will increase to $150).

orking parents who can find an agency to assist them in purchasing some of
this equipment must be very careful because they may be asked to repay the full
amount plus interest.
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When child-care is available (which is seldom) it is more expensive than usual. In
our area, a specially trained sitter receives $6 to $9 per hour. Adam's camp cost
$475. t;!é:n);& these extra expenses are not tax deductible and none will be if a flat
tax is adopted.

If we did place Adam before he is 18 years old, we would be charged by the state
at the maximum rate of his care.

4. Do we place Adam outside out home at 18 when it's appropriate or do we
ph?we him at age 12 and deny him the family life that every 12 year old is entitled
to

As Adam grows older, he becomes harder to deal with at home and we need more
services to help us keep him at home. We are finding that the 20 hours of respite
service we are not allotted are totally inadequate in helping us with his daily care—
diapering, dressing, enemas, bathing, feeding, lifting, etc. re is also tremendous
preesure from his school, doctors, therapists, and from our own sense of responsibil-
ity for us to tiy to “do everything”. It is very important that Adams’ school pro-
gram be carried through at home includ.im{xmnf;oaihqmng. using the arm sup-
port in feeding, using the communications giving him extre stimulation and
attention, ete. But we just don’t have the time or the enexg to do it all. Qur teen-
age daughter shares a great deal of the work and whex she goes out on her own
next year, it will be that much more for my husband and I to do. .

It 18 truly outrageous that if we place Adam outside our home, he will receive
more gervices than we can get if we keep him at home. In placement, he would get
full SSI benefits, further financial assistance from Regional Center, full medical and
dental care, free diapers delivered to the door, free trausportation to free communi-
ty activities, free equipment, full attendant care. . .

In order for us to keep him at home, we need at least 2-3 hours of reepite daily,
20 additional hours monthly for our meetings or when he is sick or on school holi-
days, and 10 days each year so we can have a sustained break from his care. This
may sound like a great deal until you understand that we have used a full t
months allotment (40 hours) of respite in order to allow me to attend this hearing
and my husband to attend a Regional Center meeting. We will get no more respite
for the next two months. I work as an independent contracter and am only paid for
the hours I work. When Adam is home sick or on school holiday, I must miss work.
Most of my income goes for child care and other expenses for Adam. I appreciate
that this committee paid for my transportation but I wish I had thought to ask for
child-care expenses. . .

5. Do we allow our son, as he becomes an adult, to be placed in a state hospital or
do we spend months or years finding or creating an appropriate place for him in the
commuaity?

Long ago we made a promise to ourselves and to Adam that we would never allow
him to go to a state hospital or large institution. It is our opinion that as much
money is poured into them, as dedicated as the staff is, as stable as the program is,
a large institution can never be adequate, much less a good place to live. Small com-
munity residences have been shown time and again to be more cost effective and
superior to state hospitals. .

e have experienced nothing sadder or more frustratir? then watching our
friends with disabled children searching for a community residence which is a warm
home with a small number of residents (6-8), located in a community with the nec-
essary services, only to be placed on & long waiﬁngl}]i;t or to see the residence shot
down after awhile because of the lack of stable funding. We Aread the time when we
must start searching.

The federal and state governments have done little and are now doing less to pro-
vide sufficient resources to support appropriate community residences and services
for adults with disabilities or to monitor the quality of those services. .

Tne cuts in services and funding in the past few years are a serious blow to fami-
lies with disabled children. State hospital placements are on the rise again because
families are breaking under the pressure. We have seriously considered p
Adam outside our home because of the stress. We honestly don’t know how muc
lonier we can hold out before the overhelming stress becomes distructive to the reut
of the family.

Thank you for listening.

Chairman MIiLLER. Thank you. )

Mary Short. I would also add that Barbara Vucanovich has just
joined us. Thank you.

Ms. VucanovicH. Thank you, Mr. Chairman.
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Ms. BERTAINA. Oh, excuse me. One more thing I forgot. I brought
pictures of Adam. I was told one time that people like to know who
they are talking about.

Chairman MiLLER. Mary?

STATEMENT OF MARY K. SHORT, PARENT,
FOUNTAIN VALLEY, CA

Ms. SuorT. Thank you.

My name is Mary Short, and I am a single parent of a 5%-year-
old severely handicapped daughter. She has a diagnosis of tuberous
sclerosis, an autosor.a! dominant genetic disorder. Although she
chronologically is 5%, developmentally, she has the capabilities of
a 14-month-old.

I have been divorced since August 1981. Her father last took her
for visitatio=« December 20, 1981. He and I last spoke to onc¢ an-
other March 1982. He has been on probation for nonsupport since
December 1982, and he will officially end probation December 17,
1985. Even though he is and has been on probation, be is currently
$5,050 in arrears in the child support payments.

In July 1984, I placed my daughter in a board and care facility, a
small family care home. It is important that you understand that I
am very pleased with the home. The care she receives and the fact
that she is a part of a “real” family. The progress she has made is
truly amazing to me. I am very thankful to the care provider and
her family.

The events that occurred from March 1982 until June 1984, a
total of 27 months, demonstrate my experience with agencies that
generally do not provide supportive services. Child support enforce-
ment. My court order is for $350 a month. The attitude of the
Orange County district attorney’s office and the probation depart-
ment is that “this is an unusually h.igh support order.”

At the time we divorced, he was ringing home between $3,000
and $3,500 a month. I do not think 10 percent of his take-liome pay
is too high. If he changed employment since the divorce, and he is
no longer making $3,000 a month, it is his responcibility to take me
back to court to modify the support order.

Effective child support enforcement is one of the deciding factors
in whether or not my daughter is at home with me or in and out of
home placements.

Respite day care and babysitting. When my daughter became a
client of regional center of Orange County in January c. February
of 1981, they offered 48 hours a month and a vacation period not to
exceed 21 consecutive days of free, in home or out of home, respite
to each in-home client.

Effective July 1984, each in-home client is entitled to 24 hours of
respite per quarter, noncumulative. By the way, there is an excep-
tions policy to that rule.

The loss of respite, which I personally have viewed as what other
more fortunate single parents call visitation, was a major deciding
factor in my decision to place my daughter.

There is no such thing as day care available to my daugther. It
does not matter who pays for it or what the cost is, it simpiy does
not exist. I went through two licensed and four unlicensed day care
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homes, six children and under, and one roommate. All but one told
me on a Friday afternoon that they could no longer watch my
daughter for whatever reason.

oney was never given to me as a reason. Not a single day care
center was available to me. There are two that I am aware of that
do take handicapped children. Unfortunately, they both meant 40
miles a day traveling in the wrong direction, which made them
also out of the school bus range for pick up and droX off.

Lack of day care was the deciding factor in my decision to place
my daughter. I could not continue to disrupt m{ danghter with
constant changes and I refused to lose a third job over day care.

Simply finding a babysitter so that I could go out to a mowvie, God
forbid I was asked on a date, became a major project. The babysit-
ter had to, first, not be afraid of my daughter and, second, either
live close enough to me to walk to and from her own home or be
able to drive.

Financial aid. Except for giving up and going on welfare, noﬂu‘nf
is available to me if my daughter remains in my home. Even wel-
fare is not a solution since there is a rule about having to seek em-

loyment when the youngest child reaches school age, and Public

w 94-142 defines school age as age 3, not age 5.

I cannot become a licensed day care provider myself and take
other handicapped children into my home because there is some
rule about income from care providing not being your sole source
of income.

When I am working, I earn too much money to qualify for SSI,
they count child support, or to qualify for Medi-Cal’s share of cost.
The share of cost program had fixed my monthly repay at some-
thing like $300 eacg and every month. California Children Services
covered &ll medical expenset related to seizures urr until they were
controlled for 6 months. Then, after she was on $75 a month worth
of medication tc control the seizures, they cut us off cold turkey.

To conclude, with my daughter at home, we received nothing.
Now that sh~ is placed out of Lome, it is costing the system $868 a
month, %lus Medi-Cal, to maintain her. And, I still bring her home
every other weekend.

I consider this place to be temporary. The only solution for
myself and my daughter is for me t; earn enough money all on my
own so that I can hire live-in help. Only with a truly employer-em-
ployee relat.onship will I be able to provide the security and stabil-
ity that my daughter needs. I hope one day to be able to say, when
someone asks me about supportive services that are and are not
available, gee, I do not know, I am able to provide them all on my
own. I do not keep up with those sorts of things.

But, in the meantime and for the benefit of other parents like
myself, there needs to be a solution found for day care, for respite,
and for some realistic assistance with medical expenses. For those
of us who, for whatever reason, do have our children placed, the
system is efficient.

The system for in L,ome and out of home handicapped children
needs to be equalized. Public Law 94-142 gave that to a certain
extent to all of us for education and the same can be done with
supportive services.

Thank you for your concern and attention to this issue.
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Chairman MiLLER. Thank you.
[Prepared statement of Mary Short follows:]

PREPARED STATEMENT oF MaRY SHORT, PARENT

My name is Ma:sy Short and I am a single parent of a 5% year old severely handi-
capped daughter. She has a diagnosis of Tuberous Sclerosis, an autosomal dominant
genetic disorder. Althot&h she chronologically is 5%, developinentally she has the
cafebilities of a 14 month old.

have been divorced since Auﬁ 1981. Her father last took her for visitation
December 20, 1981 and he and I spoke to one another March of 1982. He has
been on probation for non-support since December 1982 and will officially end pro-
bation December 17, 1985. Even though he is and has been on probation, he is cur-
rently $5,050.00 in arrears in the chil support payments. ..

In July 1984 I placed my daughter in a boardy?nd care facility, a small family
care home. It’s important that you understand that I am very pleased with the
home, the care she receives, and the fact that #he i8 a part of a “real family.” The
prognesshehasmadeist.rulyamazingtome.Iamverythankftﬂtothecarepm-
vider and her family.

The events that occurred from March 1982 until June 1984, a total of 27 months,

demonstrate my experiences with agencies that do and do not provide supportive
services.
1. Child Support Enforcement: M Court Order is for $350.00 a month. The atti-
tude of the Orange County D.A.’s office and the Probation Deﬁa.rtment is that “this
is an nnusu?ll.og high support order.” At the time we divorced e was bringing home
between $3,000.00 and $3,500.00 a month. Ten percent of his take home pay is too
high? If he has ¢ employment since the dissolution and is no longer making
ss,ooogo amonth, it's his responsibility to take me back to Court to modify the sup-
port order. .

Effective child support enforcement is one of the decidirg factors in whether or
not my daughter is at home with me or in an out of home placement.

2 Re(s:gite, Daty Care and Babysitting: When my daughter became a client of Re-
gional nter o County (RCOC) in January or February of 1981, they of-
ered 48 hours a month and a vacation period not to exceed 21 consecutive days of
free, in home or out of home respite to each in home client. Effective July 1984 each
iz home client is entitled to 24 hours of respite per quarter, non-cumulative. By the

viewed as what other more fortunate single parents call “visitation,” was a major
deciding factor in my decision to place my daughter.

There is no such thing as day care available to my daughter. It doesn’t matter
who pays or what the cost is. It simply does not exist. I went through two licensed
and four unlicensed day care homes (six children or uider) and one roommate. All
but one told me on & Friday afternoon that they could no longer watch my daughter
for whatever reason (money was never given to me as a reason). Not a gingle day
care center was available to me. There are two that I am aware of that do take
handicapped children, unfortunately they both meant 40 miles a day of traveling in
thedwrong direction which made them » out of the school bus range for pick-up
or dro; .

Lacl?-gf day care was the deciding factor in my decision to place mdy daughter. I
could not continue to disrupt my daughter with constant changes and I refused to
lose a third job over day care.

Simply finding a babysitter so that 1 could go out to a movie becarae a major
project. The babysitter had to first, not be afraid of my daughter and secon y,
either live close enough to walk to and from home or drive their own car.

3. Financial Aid: Except for giving up and going on welfare, nothing is available
to me if my daughter remains in my home. Even welfare isn’t a solution since there
is a rule about having to seek employment when the youngest child reaches school
age and PL 94-142 defines school age as three, not five! I cannot become a licensed
care provider myself and iake other handicapped children into my home because
t}fngre is some rule about the income from care providing not being your sole source
of income.

When I am working, I earn too much money to qualify for SSI (they count child
support) or to qualify for Medi-Cal’s share of cost program. The share of cost pro-

am had fixed my monthly repay at something like $3g(;0.00 each and every month.

alifornia Children Services covered all medical expenses related to sejzures u
until they were controlled for six moaths, Then, sfter she was on $75.00 a montg
worth of medication to control the seizures, they cut us off cold turkey.
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To conciude, with my daughter at home, we received nothing. Now that she is
placed out of my home, it is cos:inithe system $868.00 a month, plus Medi-Cal, to
maintain her. And, I still bring her home every other weekend.

1 consider this placement to be temporary. The only solution for myself and my
daughte- is for me to earn enough money all on my own so that I can hire live-in
help. Only with a truly “employer-employee” relationship will I be able to provide
the security and stability that my daughter needs. I hope one day to be able to say,
when someone asks me about supportive services that are or are not available,
“Gee, I don't know.”

But in the meantime and for the benefit of other parents like myself, there needs
to be a solution found for day care, for respite, and for some realistic assistance with
medical expenses. For those of us who for whatever reason, do have our children
ELaneed, the system is beautifully efficient. The ms for in home and out of home

dicapped children need to be equalized. PL 94-142 gave that to us all for educa-
tion and the same can be done with supportive services.

Thank you for your concern and attention to this issue.

Chairman. MiLLer. Ms. Vincent.

STATEMENT OF LISBETH J. VINCENT, ASSOCIATE PROFESSOR,
DEPARTMENT OF STUDIES IN BEHAVIORAL DISABILITIES, UNI-
VERSITY OF WISCONSIN, MADISON

Ms. Vincent. I thank the committee for the opportunity to
appear today. I am Lisbeth Vincent. I am an associate professor in
the department of studies in behavioral disabilities at the Universi-
ty of Wisconsin.

I spent the past 15 years working with families and their very
young disabled children, children under 6 years of age. I would iike
to point out that there are approximately 60 million Americans
who have a family member who is disabled. We are talking about a
large portion of the population when we talk about what are the
;ssues that face families with people with disabilities today.

I am sure that many of you in this room have a cousin, a parent,
a brother, a sister, an aunt or uncle, who is disabled and you have
in your own experience seen the difficulties that families face.

I hope ! can represent those families today as well as the fami-
lies that I have had the very unique pleasure to learn from in my
own professional experience. I am going to focus my remarks on
families of the youngest chidren with disabilities, families of chil-
dren under 5 years of age.

Imagine being told by your iatrician that your 18-month-old
daughter is slow in language development. She is not talking the
way other children are. She is not following directions the way
other children are. Imagine that you thought that might be the
case, and that you have been worried and then imagine being told
there are no services available until your daughter is 3 years of

age.

Imagine being the parent of a 6-year-old who has been labelled
autistic and severely retarded, that Kou have worked within your
family structure to maintain this child in your home, you have
bought babysitting, you have paid double tuition at day care so
your child can be in the facility. Imagine having tried six program=
to toilet train your child, using the best that the experts could
come up with, and not being able to toilet train your chirg.

And, imagine finding you are pregnant and then, in 9 months,
you will have another baby in diapers, and then imagine that in
order to get your child toilet trained, somebody says to you, we
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have a program, you will have to wait 6 months, and you will have

to send your child 200 miles from your home, place them in an in-

stitutional setting, for 3 to 6 months, where you will not be able to

{llave contact with your son who you have been maintaining at
ome.

Imagine that you are a parent of a child who was born at 26
weeks gestation, who spent the first 10 months of their life in the
hospital, who is on aYnea monitors because of their heart stoppin(f,
who went through all kinds of respiratory problems, and you made
it.

And, imagine bringing that child home, being labelled hearing
impaired, mentally retarded, cerebral palsy, and imagine hearing a
year after you have had this child home that the best thing for you

to do, the only way that our community can provide you service,

and meet the needs of your son, is to Place him in a State institu-
tion for the mentally retarded.

Imagine that you are the average American fami:gowho is under-
going the stress'that Representative Miller talked about this morn-
ing, of divorce, of lowered income, of lack of extended family. Fami-
lies of disabled children face all of those stresses, as these two
mothers so nicely told us, and imegine the stresses I just told you
being added on to your family and not just the stress of making it

da%hto dag'.

ese families are all families that I have worked with in the
last 6 months. These are not families from 10 years ago, these are
not families in the 1950’s, these are familios in 1985, and their ex-
perience is that while they are under the stress of the regular typi-
cal family out there, they have at least three kinds of additional
stress that are placed on them because of the way we deliver and
do not deliver services in our communities,

The first stress gllaced on them, is that it is not desirable in our
society to be handicapped. I do not know any parents who have
wanted their children to be labelled handicapped. I have not
worked with any families that were delighted at that pronounce-
ment, but I have worked with a large number of families who have
adapted to that pronouncement and have learned to cherish their
children for what they bring to the family. They have learned to
cherish the uniqueness of their children. They have learned to
learn from their children.

But, the stress is that they are in a state of shock and then we
lace a second stress. Their child is under 5 years of age and in
alf the States in the United States, we do not provide public early

intervention. So, now, we have placed an additional stress on a
family, a family that is often overburdened with single parenthood,
lack of education, we tell them it is your responsibility to go find
service, to scramble, to fight, to push, to holler, and all too often
the families do that, and then they quit because they are not re-
spond to and they cannot make a difference.

The tlird stress is for man{ of the children that are labelled
handicapped under 3 years of age, their disabilities are severe.
Their problems are multiple, and, in most cases, as Mary so aptly
pointed out, as a society, we have chosen that we will spend $40,000
to a $110,000 a year on an institution, and we will spend $2,000 to
$3,000 on maintaining the child at home.

{
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We need to make a commitment to change these types of stresses
that families of young disabled children face. We passed 94-142 and
through it, we have made a major difference in the life space of the
families of disabled children between 5 and 18 years of age.

The reality of 94-142 is that it has had limited impact at all for
families of children between birth and 5 years of age. Because of
the permissive nature of the preschool mandate, some States have
lowered their State mandate, nine of them, so that children under
5 will be served. At the same time, eight States in this country
have raised their mandates, so that they will not be responsible for
serving presciuool age kids.

So, we are in a situation where, as professionals, more than ever,
we are capable of finding children early. We can screen, we can
assess them, we can diagnose. Families are referring to us. We
know the children are there. We are keeping kids alive, and then
we are putting the family in 5 years of crisis. Five years of not
being able to find integrated services. Five years of not being able
to find therapeutic services. Five years of not being able to find
family support services.

I would like to advocate that what we need to do is not spend
more money. I think all too often we look at spending more money
as the way of solving our problems. I am firmly convinced that we
are spending a great deal of money in the area of the handicapped
now, and that we need to look at where we spend it, and who we
give it to.

Rather than placing it in institutional based programs, we need
to lcok to provide families the same level of support for maintain-
ing their child at home that we are willing to spend as a society for
them placing their child outside the home.

I am committed, and I know the families here are, to reversing
the trend, to enabling families to really use the strengths and the
unique resources that they bring. Families with disabled childrer
are under stress. Families with disabled children ave usually not
falling apart.

‘They are capable and competent people. They heve a lot of good
ideas about how to solve their problems. As these two moms dem-
onstrated, they know what they need from us as a profession, from
uzegs; a government, from us as a society in order to meet their
needs.

I hope that what we will be able to do in the next decade, the
second decade after 94-142, is to turn it around and enable these
families to cherish their children and cherish them at heme, in
their churches, in their communities, in their »zighborhoods, and
in their schools.

We thank you very much.

Chairman MiLLEr. Thank you very much for your testimony.

[Prepared statement of Dr. Lisbeth Vincent follows:]

PREPARED STATEMENT OF LisseTH J. VINCENT, PH.D., DEPARTMENT OF STUDIES IN
BEHAVIORAL DisABILITIES, UNIVERSITY OF WISCONSIN-M.ADISON, MADIsON, WI

Thank you for the opportunity to appear before you to discuss issues facing fami-
lies with disabled children. I am an Associate Professor in the Department of Stud-
ies in Behavioral Disabilities at the University of Wisconsin-Madison. I have worked
with femilies of disabled children for the past fifteen years. These family members
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may number as many as 60 million Americans, These families are first of all fami-
lies—families facing the same streases as all American families.

The American family is under considerable stress today and is dramatically differ-
ent than when I began my work in this field 15 years ago. The nuclear family has,
and continues to, disappear. The “Ouzie and Harriet,” “Leave It to Beaver,’ and
lfies with two parents and several children living in a home
that they own is simply not a reality for many American children. The notion that
mothers remain at home while their children grow up is not true for the majority of
children, even preschool age children. The idea that children are listened to and dis-
ciplined consistently by sending them to their room or removing privileges is coun-
tered by a dramatic increase in child abuse.

What does the American Family of the 1980's really look like? Data svailable
from the 1980 national census and from state level studies paints a picture of fami.
lies in transition. Only seven percent of families are com of two parents with
father working and mother at home with their children. Ten percent of the people
in the U.S. speak a language other than English in their homes. In the U.S. there
are 6.6 million onegarent farcilies. That means that 20 percent of famili ies with
children are headed y a single parent. In 90 reent of these cases that tisa
woman. Among Black families, 57% of famiﬁzs with children are headed by one
parent. In the Jmst tweaty years the number of children born to unmarried mothers
tripled. In 1980, 17.19; of a.ﬁ births were to unmarried women. Fifteen percent of all
births are to teenage mothers. A proximately 40% of the toe; women in this
country will become pregnant at least once uring their teens. F y-three percent
will abort the fetus. Of those who carry the baby to term, ninety-six percent will
keep the child. Many will never finish their own schooling. Sixty-seven percent of
the children born in'America today will be raiced for a part of their life by a single
parent.

This large increase in single nt families (double since 1970) is paralleled by an
increase in the number otyéﬁildprz;e being raized in poverty. In Wisconsin, 60% of the
female-headed households with children below age 6 live below t.ll_leeegovergl line. Ap-
proximately 70% of these mothers are single, separated, or divo Of the women
who are eligible for child support payments less than half receive the amount or-
dered and cne querter receive nothing at all. In Wisconsin alone, a recent investiga-
tion t'x;howed that fathers were 100 million dollars in arrears on chil® support pay-
ments.

In 1980, 75% of the gingle mothers in Wisconsin lived on welfare. The median
income of female:headed households in Wisconsin was $10,408. This figure repre-

are the rew poor in the United States, They make up the majority of 13 percent of
Americans wno live below the poverti level.

Where children are in two garent ouseholds, more than fifty Fercent spend time
daily in daycare or with a ba ysitter before they are six years o age. By 1990, nre-
dictions are that 75% of the children in this country under six years of age will be
reéceiving nonparent care.

Not only is there a significant increase in the poverty and out-of-home care that
children face, there is also a significant increase in abuse and neglect. Estimates for
child abuse in the Midwest during the late 1970’s generally predicted that 20 per-

ties say this figure is low given the increase in unemplo&nent during the earl
1980’s. Several counties in Southern Wisconsin reported a 100% increase in the inci-
dence of reported child abuse just between 1981 and 1982. In Dane County, reports
of abuse s.t. neglect increased 23 percent in the last vear. One child ¢ ristic
has been correlated with an increasad risk of being aéused, i.e., behavior problems
and developmental delay.

The past ten years have also seen increased concern with the level of drug and

has trouble controlling the alcohol they consume. National egtimates are showing
an increase in number of teenagers and preteenagers with drinking problems.

The educational implications of goverty, family constellation, out of home care
and child abuse and neglect are eac significant in and of themselves. Some families
are facing not only the stresses outlined but also are conmg with a young handi-
capped child requinnE exceptional educational servicer. Famil
children look much like families of ?rpical children. For example, a recent survey of
the records of 200 families with children enroll=d in the earl{ childhood/special edu-

cation program of Madison Metropolitan School District, n, Visconsin re-
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vealed that: 50% of the families received Aid to Families of Dependent Children,

44% of the families included unemplcyed adultr, 47% of the families were headed

by a single parent, 14% of the children were suspected victims of abuse, 14%- of the

families received counseling, %6% of the families were involved with more than

three community agencies other th:an the public achools, 819 of the fumilies were
ighly mobile, 13% of the families L.ad problems with alcohol and drug abuse.

n addition, information gathered rom the siaff who work directly with parents
revealed that approximately 10 perv it of the parents had received uca-
gon or in-patient theracgi:;mces thamsacl ﬁ Also, an cres number %ff chil-

ren are receiving peyi ic care, including n:s ion, before five years of age.

These statistics el the statistics presented earlicr on American families in

neral. Having a handicapped child can met anothsr stress added to an already
g?ghli stressed family. Family priorities differ; in some, obtaining feod, clothing,

elter are primary. The dicapped child is secundary and not a major focus
of the family. The issue is not whethe the parent “accepts” the child's handicap,
but how much time, energy, and resources they have availabls to devote to this
problem. This is particularly true if the hand'cap is not a vigible or severe one. An
example of this is a child with a speech and language delay but normal motor and
social ekills. The language delay is provably a mild roblem comparea {0 the many
other difficulties the family faces. The existing els for parent involvement in
early childhood/special education are based on the handwagaped child bring of cen-
tral importance. In a sense, they are based on the family having its p care
needs met, so that it can focus on other problems. Clearly, for a proportion of fami-
lies this is no* the case. These families have an increaseci risk of ci:ild abuse and/or
placement or the child cutside of the biological family. .

If the family iG fortunate (onlgll%%—&'i% are), they will be residing in a city, il-
lag> or town that provides the full range of w% intervention services necaasary to
meet their child’s developmental nends. Since the cf P.L. 94-142, services
for handicapped children under five years of age and their families have shown very
limited growth. In 1975, 232,000 ﬁreschool-age handicapped children were reeeivinf
public education based services. National estimatas are that one milion preschool-
age handicapped children need special education services. The permissive nature of
the preschool mandate contained in P.L. 94-142 has not sp state and loce! edu-
cat’nal agencies to draraticall; increase their services io their young children.
Since the rassage of P.L. 94-142, nine states have passed mandatory education legis-
lation which lowers the age of educational service to less than five years of age.
Eight states have, however, passed mandatory education legislation which raises the
age of educational service to five years of age. Thus, famihes with a g’ﬁuns disabled
child face not only ihe stress of family change and the fact of their ild's diagnosis
as handicapped, but also difficulty in obtaining quality educational and therapeutic
intervention services. These streeses, added on to the already stressed family, limits
the handicapped child’s opportunity for full developmental growth and ultimately
his/her contribution to society. ]

A major issue facing fomilies of disabled young children in the '80s is where their
children will be educated. The best solution to this problem rests in mandating that
stete and local educational agencies assume responsibility for the handicapped
child’s educational program from the point the chilgo is diagnosed. For some child.en
this means the m.ment of birth; for others it is during the preschool years. Withcut
a federal mandate, states and local educational agencies will continue to be relic-
tant to enter the arena of early intervention. Such a mandate would benefit :he
community, in that it reduces the namber of children who ave placad in out of home
care, e.g., institutions and foster care. Qut of home care is more costly than in-home
care with apprcpriate services.

A second majur issue facing families of disabled young children is how will they
be involved in their child’s educational p . Despite the stresses that families
are facing, they do wish to be invoived and maintain a leadership role with their
children’s future. Families are capable of generating solutions to the problems they
face. The educational, medical, social service, and other suppert systems nesd to de-
velop strategies for more active decision-making by family members, Such s. itegies
do not mean that agencies take on the role of solving problems. Rather a family
syswm:afempeaive needs to be adopted.

Basically, & family systems perspective maintains that each family has available
resources it can_use to meet its needs. These resources are of both an informal and
formal nature. The informal network includes self, - ouse, extended family, friends,
and coworkers. The formai network includes doctors, educators, rocial service agen-
cies, etc. In Madison, through a survey of 30 parents of young typical ctildren «nd
30 parents of young handitapped children, we discovered that the parents developed

22




17

similar resource networks. Basically, 75% of the resources they identified were from
their informai network. The most frequen.ly cited resource was ‘“‘my own belisf in
myself and my own motivation.” The order from moct to least used resources named
by the persons was self, spouse, extended family, friend, docter, educator and co-
worker. In a study of 24 families whose children under six years of age were just
labeled handicapped, we found a similar order of resources within the informal net-

worker. Other profiona_ls were selected to a lesser degre. Overcll, the fin in

it can use to solve the problems ‘t encounters on a day-to-day besis. The more intact
the family, the more cial and informal resources it has available. Less
intact families have a tendency to be isolated and have a er resource network
or a network made up of more professional people and formal programs and agen-
cies. The reliance on professionals and formal agencies places a family at risk for
not effectively leading their day-to-day life. Professionals are not available at al) the
times that families face problems and professionals often devise solutions which do
not maximize the stre of the family in solving their own problems.

The third major issue facing famili* of disabled children in the 80’s is how to use

tions to identified needs are generated with family members. Family Support then
provides assistance in implementing the solutions. One family had a six year old son
who was labeled autistic and retarded. He was not toilet trained. Mom was expect-
ing a child in six months and felt that she would not be able ¢ continue with two
children to diaper. Family Support provided a “trainar” to work with mom imple-
menting a toileting program and a portable toilet which could be used on the first
floor of the house where there was aot a bathroom. Without Family Suppert, this
child would have been admitted to un institutional based training program for, in
all likelihood, three months. The coxt difference between the two options clearly
favors the Family Support Program.

A second family has a son who was born at 26 weeks gestation, weighing two
pounds. He received extensive medical intervention and came home from the hospi-
tal after six months. He is hearing_impaired, physically handicapped, mentally re-

nities his family would have no alternative but to place him in an institutional set-
ting. In Madison, he is enroiled in a four da, a week early childhood/special educa-
tion classroom which includes less handicapped and normal peers. Through Family
Support the family has acquired needed equipment for their home. The cost of an
institution would be over $40,000 per year. The cost of his public school program
and Family Support is less than $7,000 per year.

Families want to be irvolved in their children’s program. They want the child to
remain as an important member of the family. Many families cennot do this on
their own because the resources they have available are not sufiicient. Free public
educational programe trom birth, and Family Support Programs which capitalize on
the family’s motivation and skills will help families achieve their goals.

Chairman MILLER. Ann Turnbull is next.

STATEMENT OF ANN P. TURNBULL, ACTING ASSOCIATE DIREC.
TOR, BUREAU OF CHILD RESEARCH, UNIVERSITY OF KANSAS,
LAWRENCE

Ms. TURN®ULL. Thank you.

I am very grateful for this opportunity to share my perspectives
with you. I am a professor in the department of special education
at the University of Kansas &and, today, I am speaking on behalf of
myself and my husband.
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I am a special educator. He is a lawyer. We work in the area of
family adjustment and law and policy as it relates to the disabled

people.

V&e also have a son who is 18 years old, who is mentally retard-
ed, and the ideas that I will be sharing with you are those that
come from our professional perspectives as well as what we call the
living laboratory of our home.

Now, in the rescarch that we have done with families, I want to
share with you the fact that often we have been inspired by how
well families do. This is a point that Lisbeth just made, that fami-
lies with children having disabilities have many strengths and
many ideas and many coping strategies as well as many stresses.

I would like to focus my remarks on zharing with you some ideas
of what I think will help families be successful, and some coping
strategies that can, indeed, occur in the least restrictive environ-
ment of neighborhoods and communities and family life. .

Now, the first point that we have found that is important is just
exactly what you have heard so far, that many famig:'es that have
children with disabilities, have extraordinary needs, and because
they have extraordinary needs, their children coften are depsndent
longer and the families end up living in & restricted environment
themselves.

It is ironic that often we say we want children to live in the least
restrictive environment of the home, and the very fact of the child
being in the home often creates a more rescrictive environment for
the tamily, and that is not right.

We have identified four or five coping strategies that we think
hold a lot of success for the future, and that we would like for you
to consider in your deliberations. .

I think something I would like to point out here is that money is
not everything. Money is important. We must have securely funded
programs, but I liave found as a pareni, und I have found this over
time, that I cannot Luy personal relationships for him. I cannot
buy a certain t; of care for him, for if there is one thing that
enhances his q 'tglgf life and our quality of life, it is when people
are involved with him because they want to be, not because they

have to be, and for that reason, I think there is tremendous power
in social sug?ort.
A -vondertul experience that we have had is with an adopted

grandmother who very much needed grandchildren and wanted
grandchildren, and we very much needed a grandmother. And, we
%‘c;\twtogether and we have had a relationship for the last 10 years.

is is the relationship that will, I think, withstand the test of
time, that when Jay is 30 and 40, Grandma Dot will still be in his
life as well as when he is in his adolescence.

She has tairovided respite care. She has J)rovided the overnights.
She has en him to special events, and when we moved away
from her several years ago, it was very traumatic for all of us, but
she sends him tapes and she writes him letters, and she sent him a
new shirt for Easter.

Those are the things that say to Jay, “You are a valuable person,
and there are people who care about you, not because they are
your blood relatives, and not because they are paid a salary every
week or every month, but because you are a valuable person.”
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There is another family near our community who used the local
football team boys to help them with lifting, bathing, toileting, and
dressing, their two sons with muscular dystrophy. The neat thing
for the high school sons with muscular dystrophy is that they are
helped by peers whom they respect and admire, rs who have
status in the high school, peers who have status t they do not
have in the high school. The very fact that the football team is in-
terested in them increases their acceptability in the local program.

The football players do that on a day in and daty out gaa:s, be-
cause they choose to, and it is a wonderful respite for the families,
and it builds on the humanness of people caring about people.

Through your policies and through your programs, you can en-
hance social support. You can enhance rograms like foster grand-
parents. You can encourage Jaycees, 4-H clubs, and other civic
groupe to care about veople in communities who have children
with disabilities, and I urge you to take advantage of that . Jwer
rather than always looking for professionalized services.

Second, we found that many families cope very well through
what we call spiritual support. They interpret the disability in a
way that they receive spiritual sustenance, spiritual strength, in
coming to gripe with their responsibilities.

But, we find, from family to family, that often churches and syn-
agogues and communities are not being helpful reacure:s, and, yet,
we have examples of one church that provides a wonderful respite
care program for families every Wednesday night, free of charge,
so the families have a night out and people in the community con-
tribute their time.

You can provide funding to schools of theology to prepare their
personnel to use existing community resources, to tack onto what
every commurity has. Every community has a church or a syna-
gogue, but not every community has a formal respite care program
or a mental health center. Let us use people caring about people.

Third, there is the coping strategy of what we call reframing.
There are many families who take a very difficult situation and
are able to see the positives as well as the negatives. But, we do not
really understand how that works.

We need to know more about families who are able to translate
liability into asset, and disability into ability. That does not mean
that children with disabilities are not exira stresses; many times,
they are, but we need to help families realize the positives as well
as the negatives.

We worked with one mother who had eight children, the young-
est of whom had Down syndrome, and she said she was almost re-
lieved when her youngest child had Down syndrome because she
did not think she could live through another normal adolescence.

You know, an important point for you to remember is that chil-
dren with disabilities vary, and they have strengths. They save us
from worrying about them when they are driving and into drugs. I
mean, there are a lot of stresses they do not create.

So, we are not just talking about problem children. We are talk-
ing about chiidren with strengths and children with weaknesses.

And, finally, a coping strategy that is so important for all of us is
what you have heard called formal support. We need formal pro-
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grams, and I could not agrez> more with the previous speakers
about redirecting money to the community and not to inetitutions.

I urge you to give that your most serious consideration. We do
not necessarily need more money at all; we just need it in the place
where the most people are and the place where children with dis-
abilities can have the greatest chance for quality of life.

Unquestionably, that is in the community. Help support families
that care for their children, rather than supporting three shifts of
institutional workers.

We want supported, not substitute, family care, and you can help
us get it.

Now, another point that is important is that familiee are diverse.
The two mothers testifying here are quite different from each
other, and every other family is different from these two.

The point is that we all have needs, and we all have resources,
and if you can create policy that is individualized, so that we are
empowered to use the support you can provide in the way that can
be most helpful to us.

One example of this is in about one-third of the States, there are
voucher programs, so that families are given vouchers to p
the services that they need. I do not need respite care services. I
cen get that through my social suppo.t network, but I need group
homes and job training for my son. So. my needs are different from
other parents. If you can look for a pulicy that is aimed at a vouch-
er type system, you can put the money where thr, need Is.

Ancther point related to that is often families need help in being
consumers. It is hard to be in control of your life. It is easier to fall
into the pattern of learned he}iplessness, of letting sovernment and
professionals tell you what to do. We need programs that help fam-
ilies learr. how to identify their needs, brainstorm and use their
own resc rces te solve problems, and we can do that. At the Uni-
versity v. Kansas, we developed a book for parents called “Tapping
the "Vell Springs: A Problem-Solving Guide for Families” and it is
exactly that—helping families know how to tap their own well
springs.

Another point is that families need balance. Do not expect par-
euts to do it all. We get so tired of bing told that parents can start
the programs and parents can advocate and parents can teach
their chiléren. We can do that, but if we do, we can burn out and
we can resent our child and we do not make the marathon. We
wear out in the effort of trying to do it.

So, help us stay ihe course, and help us have balanced families
that can withstand the test of time.

And, my final point is that families change. What we need today
is different from what we need next month and next year. We need
help in planning for a future that is secure. If you have already
heard that Public Law 94-142 is the best thing that has happened
to us, and we appreciate your support.

But, there are 90,000 students a year leaving Public Law 94-142
progrems. They are leaving the seven course meal of Public Law
94-142 and going back to hamburgers and french fries, at best.
There are not adult services, and we are planning for a future that
scares us to death.
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Now, I want to tell you one last thing, and that is that I just had
one of the worst experiences of my life Tuesday night, and it is
something that I want you to know about, and it has everything to
do with the future of our children.

We are ve% hopeful and very excited about a new gro‘t;r home
for our son. We have worked on every volunteer board. We have
been chairman of most of them. We have worried, we have fretted,
we have done all of those things about what is going to happen to
Jag now thai he is eighteen.

ut, we have found an option where Jay has the chance to be in
what is called a L’Arche group home, a group home based on inter-
dep;ggenoe, 1bals;ed on vz;llue of1 huhzzan li{;ea,n 3lased on nonha:lxldi-
cap people living with people ving icaps because they
want to, and they want toioa family, rather than a residential
alternative.

It is truly the answer to our prayers, or it was until last 'I‘uesdai\_:
night. The L’Arche hone was started by a volunteer board, whic
had raised all private money, not a penny of government funding
for this group home, raising almost $200,000 to buy the house,
oought the furniture, got a volunteer board together, and worked
with the four adults who will live in the group home and who are
not getting paid.

They are living there because they think their life will be en-
hanced when they share it with people having disabilities. What
more could a parent want for a son or daughter

Well, Tuesday night, the zoni of the L’Arche home came
before the city commission in Olat e, KS. Because of zoning laws
the issue was one of single-family zoning: Is this a family or is this
a business? Well, T -an tell you that the L’Arche group home is a
fanily and that is what we wanted for our son.

The board went to the hearing and there was statement after
statement. They ?Egea.led on the basis of facts, law, and moral
rightness. They could not have done a better job. I thought this was
the perfect time to have this hearing because the city commission
opened its meeting by making proclamations for Exceptional Chil-
dren’s Week. In the proclamation about Exceptional Children’s
Week, they had a unanimous vote to create, and this is a quote,
“the best and brightest o%portunity for exceptional people in this
community”, and I thought how wonderful. They are primed for

issue.

One hour later, when the vote came before the board, the city
commission voted 3 to 2 to reject this group home from their com-
munity. Now, that was bad enough. I mean, for a parent who
worked for it, for a community board who has done it through
social support, through grassroot community effort, the blow was
almost outstanding, but that was not the worst part.

The worst part was when the mayor said, “I would like to share
with you the roason that I voted agains* this. The reason I voied
against this is because my daughter-in-law has a sister-in-law who
is one of these geople and she knows no bounds and she wanders
around the neighborhood and in her neighbor’s houses and puts on
their clothes, and we cannot have this in our community.”

Now, you, distinguished panel, can stop that. If you need and
want for us to create programs at the community level, we are will-
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ing to do that, but we cannot fight battle after battle of discrimina-
tion, not without your help in the Uxited States of America.

For that one woman to say every retarded person is like one re-
tarded person is the ultimate in discrimination. You can look into
using Federal housing and civil rights laws to keep us from wast-
ing our time on that kind of prejudice, so we can spend our time on
i:_reating quality of life for citizens with disabilities and their fami-

ies.

Please help us. I implore you to help us with discrimination.

In summary, families can make it. They can make it when they
have the extra help and a variety of coping mechanisms, and they
can help make it when their individual needs are addressed, when
they maintain balance, and when they have a future, when they
know that their child’s future is secure.

We appreciate what you are doing, and let me assure you as both
a parent and a professional, and on behalf of everyone in this
room, that there is a tremendous substantial constituency across
this land that stands ready and eager to help fyou make reality
equal to the promise and really create a life of opportunity and
quality for families and their children.

Thank you very much.

[Prepared statement of Dr. Ann Turnbull follows:]

PrEPARED STATEMENT OF ANN P. TurnsuLL, Ep.D., THE UNniversiTy OF KANSAS,
H. Rutserrorp TURNBULL, LLB, LLM, T UNIvERSITY oF KANSAS

It is an honor to appear before thir distinguished committee as it hears testimony
concerning the needs of families with children having disabilities. We are grateful
for the opportunity.

We are professionals in the field of mental retardation—one of us a special educa-
tor and the other a lawyer. We have written a total of 27 books and monogra&hs, 650
chapters, and 75 articles about families, policy, law, and special education in the dis-
ability field. We have done work in 43 states and three foreign countries and served
as senior officers of the Associetion for Retarded Citizens of the United States and
the American Association on Mental Deficiency. Our research, training, and profee-
sional leadershig have been forge in the living laboratory of our home. Our 18
year-old son with mental retardatiun daily provides us with reality tests of our pro-
fessional work and values. Our testimony to you combines our professional research,
training, and leadership as well as our own family life.

We want to share with you four premises about how to help familiea be success-
ful. We ref'ect the pathology model regarding families that has prevailed too long in
the disability field. We want to talk with you about policy and programs that help
families not only survive but prevail.

1. FAMILIES NEED HELP IN ATTENDING TO THE EXTRAORDINARY NEEDS OF THEIR CHILD
ON A DAY-IN AND DAY-OUT BASIS

Families have responsibilities for meeting many different needs. These needs are
in the areas of economic, personal physical care, domestic care, rest and recreation,
socialization, self-definition, affection, and educational/vocational. Children vary in
the extent to which they influence a family’s ability to meet these needs; the pri-
mary variables are the type and severity of the disability and the availability or
unavailability of community and family resources. It is an established fact that
most families have limitations placed on them because their child is more depend-
eg.t],.and remains dependent longer, than other children, solely because of the dis-
ability.

Most far.iilies value the opportunity for their child to live in the least restrictive
environment of the home and family. But they also recognize that their child’s
living in the least restrictive environment sometimes results in a much more highly
restrictive environment for the family. There are many different coping strategies
families can use to manage their responsibilities and minimize their stress. We want
to discuss four coping strategies very briefly—social support, formal support, spiritu-
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al suplport, and reframing. We believe that these coping strategies are keys to suc-

cessful family life.

Let us first share with you an example of how social support can help families
attend to their extraordinary needs:

Joyce Grosko is a gingle parent who had two sons, Bryan and Sean. Both were
diagnosed during early years as having muscular dystrophy, a disease in which
death usually occurs prior to adulthood. As her sons reached adolescence, Joyce was
unable to lift them because she is petite and has a herniated disc. She and her sons
asked glembers oé' the high sc}}nlo?l coutx}zlmll to cong: to t}:eirdhome in tge early mglx'-ﬁx-
ing and again and at night to elp with lifting, bathing , toileting, an dresmi . The
members of the football team voluntered to take on this responsibility. The players
learr:ed from the Grosko family a lesson about courage and truegrit that surpassed

sonal relationships that derive from having friends who help them because tﬁi
want to rather than because they have to or arenfaid to. Two years ago the footbaﬁ'
players served as pallbearers for Bryan and sho thereafter gave hime a standing
ovation when he graduated posthumously from l%orthweet igh School, Shawnee
Mission, Kansas.

Many families benefit from assistance in meeting personal care needs. The Gros-
kos were very successful in recruiting volunteer help. Many families, however, face
barriers to gettintghl;el from their social support networks:

ey perceive that the problem is theirs and they alone must solve it;

ey fear rejection;

ey resist invasion of their privacy (how many of us would want a friend to take
us to the bathroom?),

They do not have the time or energy to reciprocate;
¢ They believe it is demeaning and stigmatizing to receive a service they do not pay
or;

e’l‘g:y are afraid that others will be unable or uncomfortable in handling special
needs;
'I“‘;i_eg_leam that the help dwindles after the newness wears off.
ishi

ff.

ng these barriers away will not make them disa;l:pear. The field of disability
has tended to professionalize amily services and overlook the wealth of resources in
one’s own neighborhood and community. We need to capitalize upon the power of
social support. You can help families by:

Social Support.—Supporting programs to strengthen social support from extended
femily, friends, and neighbors. There are many people who are willing to help and
many others needing help. We need sparkplug programs to make the connections.
Just as programs like foster grandparents have helped develop social support net-
works, 80 too can other existing volunieer programs be enlisted to help families (e.g.,
Scouts, Four-H, Jaycees, and civic clubs).

Another family, the Schaubs, of Lawrence, Kansas, have used a combination of
social and formal support in handling their particular situation, Their 13-year old
daughter, Becky, is profoundly disabled. She no language and breathes through
a trachesotomy tube. She requires suctioning every three hours. Ske is not toilet
trained. She cannot move her body, only her face, hands, ard arms to ex ress her-
self and give hugs to those she loves. Yet Becky lives at home, at a mont, y cost—
spent mogtly on visiting nurses, physical therapists, and respirator equipment—of
$5,000. A high cost, but far less than hospitalization, which her father re rts would
cost $15,000 monthly. The Schaubs’ supbort comes from a combination of profession-
als and volunteers. There are the nurses, thera ists, and a homebound teacher pro-
vided by the public school system. But there are the church 1nembers, ne; h-
bors, and friends who have no disablod children as well as friends whose own chil-
dren are disabled. There are Becky's two sisters, one a college student and the other
a junior high school student. Becky's mother stays home, sacrificing her ability to
gumue a career and supplement family income as a masters-degree professional.

he family’s insurance pays the home-based care.

Let’s examine this situtation. If Becky's family did not have insuranc , their only
option would be to institutionalize her, at the average cost to government of ap-
})roximatelg $50,000 per year. The Schaubs use a combination of sceial support (e.g.,
riends and neighbors) and formal support (e.g., nurses, therapists, and teachers).
People like Becky and her family need government sponsored services, as well as
the help of their friends.

Qur research has convinced us that, as a general rule, families prefer residential
and service options that are in the community and not in institutions. The costs of
community-based services tend to be lower than those of instituticnal care, for most
people with disabilities and the community is a far better place for human develop-
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ment and satisfaction. Indeed, it is overdue to change Medicaid funding so that it
will go where moet eligible people are, namely in the community, rather than where
the fewest are, in institutions. We need for you to support families to care for their
own children rather than supporting three shifts of institutional workers. This is
supportive rather than substitute family care. You can help families by:

Residential and Community-Based Options.—Vigorously expanding the options
under Medicaid, housing, vocational rehabilitation, aud tax laws that will allow
families to maintain their children at home or in the community.

Many familes derive tremendous support from their religious and spiritual inter-
pretations of disability.

It helps them find purpose in its occurrance. Examples of such beliefs are these
parent statements:

God has a plan for that boy.

In the hereafter, my son will be on equal footing with everyone else.

God has a purpose for our family and is teaching us love and patience.

Our research has indicated a high use of spiritual interpretations and a low use of
churches and synngogues as helpful resources. In fact, families have encountered at-
titudinal, programmatic, and architectual barriers in theee organizaiions. The po-
tential use of churches and synogogues as a helpful resouzce to families in providing
services (eg, respite care, counseling, transportation, and group homes) is one of
our most untapped resources. We have successful models to guide us. A Methodist
Church in Shawnee Mission, Kansas provides a respite care program for families.
Training has been provided to church members to prepare them to provide care for
children with severe and multiple needs. The care is available every Wednesday
evening at no cost to families. The church members look forward to helping, the
parents eagerly anticipate the break, and the chi'ren enjoy their new friends. The
minister is available for counseling during this evening time if parents have issues
they would like to discuss. This is a beautiful example of using existing community
resources and social support to help families meet their needs.

A major barrier is preparation of clergy. In the field of disability we have long
recognized the need to prepare community professionals such a8 classroom teachers
end pediatricians to work with families, but we have ignored the vast resource of
the clergy. You can help families by:

Training ﬁar Community Suppport.—Providing personnel preparation funds to the-
ology schools to prepare clergy to provide support to families.

A final important coping strategy is called reframing. It refers to taking a stress-
ful situation and reinterpreting it in a more positive way. This coping strategy is
frequently used by families. For example, Paula Elizondo from Helotes, Texas com-
mented in a letter written to Congress conceraing the Baby Doe regulations:

My life and the lives of mv family were changed forever on January 18, 1980. At
about 6:00 p.m. our daughter Sarah was born. She weighed thiee pounds. Her diag-
nosis trom the doctors was hopeless, 24 hours to live, deaf, blind, severely retarded.

As I looked at her, fighting to live, held her in the palm of my hands, amazed that
this little one was my daughter, hope became eternal for me.

For the next 26 months she taught us more about love, courage, faith and life
than most of us could teach or learn in 100 years.

My sons will always have a deep understanding of the hurt thai comes with a
baby born with problems, but greater, they remember the sweet Zentle spirit that
was 50 evident everytime they held Sarsh, kissed her smooth roft hands. They have
learned that even though she never spoke or laughed, never crawled or walked, she
was alive and was loved and brought them joy with her presence.

Obviously Sarah has made profound contributions to the way her family meets
their needs for affection ana seii-d=finition.

Much of the research literature in the disability field is based on a pegative bias,
on a pathology model that asserts that these children are a pervasive burden to
their families. Our work with families clearly shows that many families have bene-
fited significantly from their children. They are able to realize positive contributions
by reframing disability into ability, liability into asset. We believe that an indepth
examination of this coping strategy would provide keys to successful adaptation.
Youcan help families by:

Research on_Positive Contributions.—Supporting research and demonstration pro-
grams that help families and professionals identify the positive contributions of per-
sons with disabilities. We need to concentrate more on learning from successful fam-
ilies rather than to continue to emphusize pathology.

30

b

el P PERSAG e s

P A LT

-
a2
¥y &




25

2. FAMILIES ARE INFINITELY DIVERSE

Families in the number of parents, children, and extended family or friends
who may be closely involved; in ethnic background, religion, income level, occupa-
tion, and location; in the values and beliefs they hold; and in the types of cop
strategies they use to manage their vesponsibilities and reduce their feelings of
atress,

Because family characteristics are so different, responses to these characteristics
also must vary. A common policy and assumptior: is that parents invari-
ably benefit from support cﬁroups. Many ionals, therefore, routinely suggest to
families that they join su ups.

By uoﬁ? from two highly educated, middleclass mothers with similar back-
gmun&s and experiences, we wish to illustrate various attitudes toward support
groupe. Bothmothenwemmoving m programs with parent support groupe to
programs that did not have these groups. One mother’s reeponse was this:

I cried for two months last spring. I knew what was dxomg to happen. I didn’t
know itbwould bea&dnm“;a I was hoping that there woul be some type of parental

rt but it just didn’

ﬁ contrast, another r's response to the question of what was it like not
having a perent group was:

It is definitely refreshing. You really feel bad for the professionals that want to
help you but don’t know how. You know, the s:ychol ists and the social workers
have this concept that every parent with a handicapped child wants to talk about it
all the time—that’s !

What works for some families does not work for all. For this very reason (among
others), approximateiy one-third of the states have adopted fairly innovative family
glllgpport programs. These Frog—:ms typically offer cash subsidies or vouchers to fam-

es

e e o T % ek s el Sl 2
T, on, . is e how e
subsidy. The evaluation of the gx Minnesota found that the subeidies had a

poeitive effect on the families’ abilities to cope with stress. The most desirable direc-
tion for policy is to allow families to define their needs and then, by a variety of
strategies to support them, em r them to satisfy those needs. Government and
professionals should have a faci itating, not a directing, role in helping to respond to
thg poods. AYg o1 mhﬁl lfmmlllxu l;.iat d f ptabl tio;
tions.~—Adop! public poli creates a wi er range of acce| e options
for families. These options Tou% allow for individualization. The starting point
should be the needs and priorities of individual families rather than a pre-formulat-
ed ‘gackage of what every fanily will be offered. .
e have developed a stra at the University of Kanzas that we think has
¥romising implications for families. We recognize that providing (m!icy choices to
amilies requiree them to identify and prioritize their own needs. experience is
that many families have difficulty doing this. In some cases they suffer from
“learned hel lessness”—they have become dependent on government and profes-
i lrthem what to do. Along with several of our co es, we developed a
self-help book entitled “Tapping the Wellsprings: Problem-Sol in Families with
Disabled or Chronically I} Members.” The booﬁ focuses on the procees of problem-
solving and helps families mgitalize upon and strengthen their own resources to
apply tu their own specific problems. You can help families by:
blem Squing.—Supporting programs in the volunteer and professional sector
that consist of research and model demonstrations in empowering families to be de-
cisionmakers,

S.BALANCBIBAKB\'NBUWFULFAMILYUIE

A great deal of educational policgeis based on the assumption that parents (as it
turns out, usually mothers) should be advocates for and teachers of their children. It
n 80 easy for policy makers and service providers to say:

The parents can start new programs. The parents can volunteer in the classroom.
The nts can support other parents,

All of these statements are true—the nts can do these things. But what hap-
pens to families in the process, and should they be the ones who are totally respon-
sible for addressing all of their child’s needs? We will tell Yyou what has happened in
our family at times, because it is rather usual for families. We have gotten so in-
volved in” advocacy to create necessary p. for Jay that we have not had
encugh time to be his parents. Rather than feaving him with child care ]provider
while we 80 to meeting after meeting devoted to creating progra. s, he would prefer
that we sit together on the sofa, watch Hee Haw on te evision, and eat popcorn.
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Sometimes we fear that children with disabilities lose their nts and gain advo-
cates and teachers. If you were Jay, what kind of adult would you want in your life?
We think we know when tc pull back; but we pull back with some guilt, because so
many people confer the role of advocacy on us as if it were our bounded duty.

Just as we do not expect parents of students without disabilities to be responsible
for organizing and secunﬁ funding for thz college preparatory curriculum in the
local high school, we should not expect dpamnts of adolescents with disabilities to
organize vocational opportunities for students with disabilities, Yet this assumption
exists in communities across this country. Formal professional services are not the
answer to all problems. In fact, as we have q"hinud out, families can derive immeas-
urable support from friends and neighbors. The point here, however, is that the de-
velopment of a formal service syztem is the mg:msibility of state and local govern-
gzeptts.anil mfmnals. Families can certainly help, but they cannot be expected to

o it single- ly.

Faml’.xiges are comprised of many simultaneous relationships—husbands and wives,
brothers and sisters, parents and children without disabilities, and parents and chil-
dren with disabilities. Making the child with a disability the focal point of the
family is destined to create family J)roblema. We need your help in croating pro-
grams that sup;ort family balance. You can help families by:

Re-examine Family Duty.—Helping families to make the assumption that their
child with a disabilify will have the same appropriate access to services as children
who are not disabled. You can also develo Kolicy that izes that ts,
wives, husbands, sisters, and brothers have rgg ts to a normal life. We need to sup-
port families to be consumers of services, rather than totally consumed by disability.

4. FAMILIES CHANGZ OVER THE LIFE CYCLE

Families with young children meet their needs in much different ways than fami-
lies with older children. Families also have different needs at different times. For
example, with young children, families must deal with “breaking the news” to rela-
tives and friends and adjusting to an altered kind of parenthood. But families with
young adults must deal with the seemingly endless vista of parental responsibility
for an individual who may always be dependent in some ways. And they must make
plans to enhance security after they become too old to assume responsibility or die.

We need to recognize that the transitions to a new life<cycle stage are the times of
greatest stress. When a child enters school and when he or she leaves it are times of
vulnerability in many families. For families with children and youth ha disabil-
ities, transitions are usually more difficult because changes are delayed and hard to
come by. Families need support in understanding the adolescence of a 16-year-old
who is physically mature yet functioning at the preschool developmental . The
dissonant development creates parental confusion in knowing how to plan for the
family’s future.

Children who do not experience disabilities move to a new classroom every year,
and when they are in junior high school they move every hour. They get used to
changes, and 80 do their parents. But children and youth with disabilities in special
class placement may stay in the same class, with the same teacher, for several
years. They may never change schools, get a driver's license, go through high school
graduation, get married, or leave home—the significant marker events that life
moves on. Thus, they become accustomed to rout:ne, and so do their families. Rou-
tine is one of the hardest habits to break. R

We need to develop intervention strategies to assist families and service providers
in looking ahead to the future. What skills will the child need to function succees-
fully in the next class placement? In adult service p ? Are we teaching those
skills? What information do families need about the adult residential and vocational
programs, and where can they go to fird it? Where can families go to find out about
guardianship? Wills and trusts? Social security? Options for expressing sexuality?

Parents have been enthusiastic about a program in which we help them work
with teachers and adult service providers o their child can make an effective tran-
sition from secondary school to adulthood. Among other things, we conduct work-
shops with families on such | and ethical issues as estate planning, jan-
ship, financial resources, sexuality, right to treatment, and case management. Our
work will be disseminated through the Association for Retarded Citizens of the
United States. You can help families by:

Future Planning.—Supporting research and demonstration Erograma designed to
support families in the process of future planning throughout their lifi: cycle.

uture planning causes all of us to ize a serious deficiency in our service

delivery system. Programs that help families and professionals plan for the future
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are useful; but 8o too is policy that declares that the future is useful to plan for. As N
a nation we have made tremendous strides in the last decade in educating children ;
and youth with disabilities in the public school system. But a frontier of op rtunity

ing for our attention is transition service for young adults with disabilities. An
estimated 90,000 students now receiving special education services will be leaving N
an educational system that guarantees rights to them and entering the fragmented
maze of the adult service system. Where will they work? Where will they live? How
much money will they make? Will their income be enough? Where will they get it?
We need your help in creating adult services to benefit persons with disabilities and
their families.

The Quaker Oats Company has a plant in Lawrence, Kansas, where it packages
products and ships them across America. Several years ago, the plant m r en-
tered into a contract with a local sheltered workshop employing people with mild
and moderate mental retardation. It was not a contract to provide work for those
people in the workshop; instead, it was a contract to bring them into the Quaker
Oats plant, put them “on line” with nondisabled workers, and treat them, in all re-
spects except for allowable pay adjustments for work done, as “regular” employees.
The plant manager last year accepted the award for Quai ‘v Oats as the “Emp oyer
of the Year” from the Association for Retarded Citizens ot %e United States. In ac-
cepting it, he said that the employees with disabilities contributed far more than
they earned. They taught other employees how to appreciate the lives they have,
how to overcome prejudice, and how to learn and practice acceptance. When the
contract ended, the ‘regular” employees implored him to “bring 'em back” and he
did just that, with another contract, and another, and another. Who were the win-
ners? Everyone! And here is the great irony. The plant manager is Sherry Schaub,
Becky's Dad. We strongly disagree with the nay-sayers who think Becky has noth-
ing to con'ribute to society. Look what she did for Sherry and what he and others
have done for so many.

You can help families lix:

Vocational Training; Employment.—Supporting the preparation of adolescents
and adults with disabilities to be tax-payers rather than tax-liabilities, as by provid-
ing vocational educational programs. Further, you can help increase public aware-
ness and incentives to business to provide needed job opportunities. .

Another major adult service need is the creation of more community living alter- :
natives. These alternatives need to be rooted in the most secure funding possible. :

h indicates that the most haunting fear of parents and siblings concerns the
child’s life after their deaths. Families with children who are disabled face particu-
larly acute existential questions as they ask: What will happen to our children
when we die?

This point was brought home very poignantly to us a couple of years ago when a
CBS Sunday Morning crew was in our home for several days to film a segment on
life in families who have a child with mental retardation. During this series of
interviews, we learned something very significant about our daughter, Amy, who
was in second-grade at the time.

Late one evening, after watching Amy interacting so natur&lll{ and supportively
with our son, Jay, the interviewer decided that he wanted to talk with her. He put
the microphone around her neck, focused the camera on her, and almost before we
knew it asked her: “How do you deal with the fact that your brother is different?”
Amy quickly responded that she did not believe that her brother was different: “I
like to sing, Jay likes to sing; I like to dance, Jay likes ¢o dance, I think that we are
a lot more alike than different.” Probably thinking that this was a rather Polly
Anna response, the interviewer asked: “Is there anything that you worry that you
yail?l, get to do in your lifetime that Jay will not get to do because he has a disabil-
ity?”

Amy thought for a minute and responded, “Yes, there is something that I am
very worried about.” “I'm really worried that when Jay grows up he will not be
able to get a job. And if he doesn’t have a job he won't have an money. And if he
doesn’t have any money he will not have a nice place to live. I am really worried
about that.”

The CBS interviewer did not quite know how to respond to that comment from a
seven-year-old girl, because the tone of her voice clearly indicated that this was of
grave concern to her.

After a long pause, Amy added, “But Jay doesn’t have to worry about it, because
if that happens I will give him my money.’

When we asked Amy why she hadn’t told us of this concern, she responded, “I did
not want you to worry that I am worrying.”
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Just as concerns about the future pervade families, 80 too is the need for future
securitv and permanence inextricably linked to families’ choice of institutions.

There is desperation in the comments of a parent about his child’s institutional
placement in Pennhurst:

My child had a broken arm and a tooth knocked out. I wonder what will happen
next. But at least I know what it's likc here. At least there’s some control. t
would it be like on the outside? He could wander off and get hit by a car. Who
would know; who would care? (Keating, Conroy, Walker, 198(, p. 43).

Another Pennhurst parent spoke to security and permanence in this way:

This community living is great. But what hali)pens when this nice young family
(group home supervicors) wants their own family? There might be a psychological
let-down if they let them (retarded residents) go. At least Pennhurst was there. It
will not crumble (Conroy & Latib, 1982, p. 8).

We all share the interest in reducing stress. We can accomplish almost any goal
when families know that their child’s future will not crumble and when they can
make assumptions that community programs are stable, firmly rooted, and lasting
The public schools are permanent community services for persons with disabilities,
That also must be true of residential services and other suxzﬂort across all stages of
the life cycle. It is only then that families can live and, yes, die in peace.

You can help families by:

Expanding Community Residenvial Options.—Creating and expanding secure and
permanent community programs for adults with disabilities.

SUMMARY

To live and die in peace, your mind at rest about your childre.. That is much to
ask if you are a parent. But if you are the parent of a child with 2 disability, it is
gkingdfgr the extraordinary. And yet the extraordinary can be—and is becoming—

e ordinary.

1. Families are attending to the extraordinary needs of their disabled children, in
part because you have put programs into place but in part because they reach out
and find an empathetic community. The public-private mix is important to main-
tain, and policy therefore must attend to helping families tack onto the existing
community networks.

2. Policy i8 moving—and you must help it move even faster and more vigorously—~—
toward creating a wider range of acceptable options for families, toward allowing for
family choice and individualization. To get there requires Congress to secure more
adequate enforcement of federal anti-discrimination law and to maintain and en-
hance early childhood, special education, vocational rehabilitation, and residential
services in the community.

3. Families and professionals are recognizing the need for balancing the compet-
ing claims of family members, but they are able to do this nowadays because the
panoply of services for their members has not been shredded. Ind you have en-
hanced it. By reauthorizing such laws as the Education of the Handicapped Act, you
have made it possible for families to proceed on the assumptions that they may con-
tinue to lead balanced lives, contributing to the welfare of all members of their
family. We need your continued support, purticularly for early intervention and
adult services.

4. Families do change over their life-spans. Ordinary transitions for families
whose children are not disabled are difficult enough. But they are even more diffi-
cult for families who children are disabled. Vocational training, employment oppor-
tunities, tax credits and deductions for emp\oyin? people who are disag;!e]d, entorce-
ment of anti-discrimination laws, enlargement of community residential options by
using federal housing and social security laws, and assuring the continued viability
of the social security funds, are among the ways that you can make the future more
attractive.

These are ways that will allow us to live and die with a knowlege they our chil-
dren, thouﬁg they are less able, are not less worthy. We are grateful for the oppor-
tunity to share our perspectives with you.

Chairman MiLLER. Thank you.

Our next witness will be John Butler. Before John begins, let me
say to those of you who would like to come into the room, you ar.
welcome to sit down here. We do not have chairs, but if you would
like to sit down on the floor or make room in the center aisle, you
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certainly are welcome to do so, so that you may be able to hear and
others may be able to get into the room.

So, please, do not be bashful here.

[Pause.]

Chairman MiLLER. Steve, can you come a little bit forward so
that people can get by you? Just like that, if you can.

John, do you have a microphone? OK.

STATEMENT OF JOHN A. BUTLER, COINVESTIGATOR, COLLABO-
RATIVE STUDY OF CHILDREN WITH SPECIAL NEEDS, THE
CHILDREN'S HOSPITAL MEDICAL CENTER, BOSTON, MA

Mr. ButLER. I do not know about the rest of you, but I have been
realiy moved this morning by the combination of Kenneth Mann,
George Miller at the award ceremony, and the testimony 've have
::lhaeard so far here. I hope that what I have to say can contribute to

t.
bi ChJaihrIrlnan Mirzer. I'm sure it will, if you cun speak up a little
it, John.

Mr. ButLER. Let me also say at the outset that it is reallg' an
honor to testify before the Select Committee, both because of the
critical bipartisan role that this group can play in focusing the at-
tention of Congress on kids, and also because of the personal role
that George Miller and the other Congressmen on the committee
ﬁs}ve played in furthering the interests of children, youth, and fam-

ies.

I am John Butler. I am coinvestigator, along with a pediatrician
by the name of Judith Palfrey, on a study supported by the Robert
Wood Johnson Foundation and the Commonwealth Fund called the
Collaborative Study of Children With Special Needs. This is a two-
phase study, the first phase of which was a survey conducted in

five large school districts around the country, and then the second -

phase of which is a follow-up we are engaged in now. I will just
refer to the first round.

The survey involved identifying a stratified random sample of
the elementary school special ed population in Charlotte, NC,
Houston, TX, Milwaukee, W1, Santa Clara County, CA, and Roches-
ter, NY. For each of the kids in the sample we performed a parent
interview and a record review; a teacher interview was done for
half the sample and a physician interview for a subset as well. The
intent was to characterize their use of health services, their func-
tional status, and gettinf some face-valid indicato.s of how well
they were doing in school and adjusting according to their parents
and teachers.

That kind of study obviously generates an awful lot of inforr
tion. I am going to limit my remarks to a very few of our findings,
to try to mak: just three points which have the effect of corrobo-
rating from a tocial scientific standpoint some of what we already
have heard this morning.

First of all, we found that many of these families wuuld be under
severe stress even without a disabled child because of poverty, low
parental education. and sinlgle parenthood. This is documented in
my written testimomy, but I do not think I ought to read all of the
bullets now. In a sense it is belaboring the obvious given what we
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have already heard this morning. Approximately 50 percent of the
families were below 130 percent ofP Federal poverty standards,
except in Santa Clara County. Many of the students’ mothers had
not graduated from high school, including over 50 percent in two of
the districts and over a third in two others. There were very high
levels of unemployment, and many of the kids—as many as 60 per-
cent in one of our districts—lived in single-parent households.

So you have a situation here where we think of the handicagped
child, and we focus on the handicapped child, but we also ought to
acknowledge that there is a tremendous vector of stress on these
families independent of the child. That stress interacts with the
fact of having a handicapped child.

The sec?gg point is that assistance for the families of children

with disabilities requires shared effort across many domains, pr.- -

vate and public, and not just public education.
1 do not wish to offer any kind of apologia for the schools, though
1 think by and large the schools are doing quite a guod job given

where they were 10 years ago. But, I do want to urge people to rec- :3;

ognize how difficult it is to improve the lives of families with a uni-

tary strategy based on the schools alone. It is really important to 3

think about assistance from various public service sectors and also
the private sector, as has been mentioned in some of the previous
testimony.

A third major point is that health care access for these children
now is far more variable and chancy than access to special educa-
tion. Those coming from special education may think of access to
st :cial ed as chancy, but it is nothing compared to access to health
care, and I think some of the testimony we have heard about the
costs and out-of-pocket payment, and some of the ironies and catch-
22’s that parents can get into, have amply supported that view.

In our study, those without a regular physician varied from 14
percent in Santa Clara County and in Rochester (where they still
have a very substantial intrastructure of community health centers
even though they have much more poverty than Santa Clara
County) to a situation which is much worse in some of the other
sites. Thirty-seven percent of the kids in Charlotte and in Houston
had no regular physicians. Twelve percent of the kids in Charlotte
and 27 percent of the kids in Houston had no health insurance at
all, and these were acroes all disability groups.

Given the findings on structural and financial access to care, it
also is not surprising that use of health services varied greatly.
There was a twofold difference between Santa Clara County and
Houston in the percentage of children visiting a physician within
the past year, and across all sites, minority group children went to
a doctor far less frequently than others. Only 48 percent of Hispan-
ic kids and 51 percent of black kids had a physician vicit within the
last year as compared to 79 percent of white children.

So, the health care findings really boil dowr to a sad comment
on the differences among States and localities in access to care.
Where you live does determine, in large measure, what you are en-
titled to and what you get, and we also found, consistent with other
national data on the entire child population, that minority group
children continue to fare more poorly than others, even at a time
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when Medicaid and other public programs have mitigated economic
inequities to a very substantial degree.

Now the policy implications of this are tricky, but it does seem to
me that the Medicaid Program and the title V Crippled Children’s

, in particular, need to be better coordinated with 94-142,
in both eligibility requirements and implementation. It seems
absurd that a low-income Hispanic child ir. Houston from an intsuct
family, for instance, should receive adequate attention from the
schools for his or her educational needs, but be cast adrift without
adequate access to even the most basic health services.

Our findings on out-of-pocket payment, which I did not include
here, also would curl your hair to see. There is a very high level of
out-of-pocket payment by parents, even for those children with the
most sev re disabilities.

Now, the last point about health care is that the marriage of the
health care community and the public education community in im-
plementing Public Law 94-142 really remains at risk and requires,
we think, some explcit help and counseling at this point. There
remain very substantial disincentives to physician involvement in
the program, and thst is too bad, because physicians can contribute
a lot, and some are looking for ways to do that.

Althcugh in each of the districts we studied there have been a
limited number of highly active, involved pediatricians and other
doctors, we found that the dominant pattern remained one of igno-
rance about the intent and procedural guarantees of the Public
Law 94-142, and we further found only 30 percent of physicians
interviewed were familiar with the child’s educational program.
Fully 16 percent were completely unaware that the child had an
educational handicap.

So, you have got a real problem of boundary spanning here.
Given the severe demands on physician time and the economic dis-
incentives to participation in school-based activities, such as IEP
conferences, it rems2’ns unclear how and to what degree physicians
should increase the time they actually spend in schools. But in two
regards things clearly could be better. Physicians themselves
should know more about the school-related disabilities of children
and school programs for the disabled, and likewise, teache s should
be given the opportunity to know more about the medical conse-
quences of their students’ disabilities.

Just a word about related services, if I can. Much of the responsi-
bility for the coordination of services has fallen on the public
health agencies and the schools themselves, especially with regard
to the delivery of and payment for related services, such as OT/PT,
medical diagnosis, school nursing, and counseling. :

Schools and health departments are actually paying for approxi-
mately 92 percent of all the speech therapy, 78 percent of all OT/
PT, 65 percent of child counseling in the sites that we looked at,
and these are large metropolitan areas. By contrast, the role of pri-
vate health insurance sources in paying for these related services
was found to be minimal in all five sites.

So, you have a very substantial effort by the schools and the
health departments, but I guess the lamentable conclusion from a
policy standpoint is that what you mandate, you end up having to
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pay for. That is what the schools mandate, the schools and the
health departments end up paying for.

Also, among public sector programs there remain some boundag
issues because the public health mandates often conflict wi

public education mandates concerning child eligibtli% sc::lfe of .
e are °

gervices, fee schedules, and administrative contrc!.

aware of some of the real ironies resulting from either overlaps or
gaps in responsibility, where people are not willing to do something
in the site of the school because it is not legally the responsibility
of the health care people, but, on the other haud, it also is not le-

gally the responsibility of the school people.
These issues are only partially admsed by the recent Tatro de- - %

cision, and I think there is a lot that remains to be resolved about
the appropriate role of the schools in delivering medically related
services.

Ncw, just one finat comment, Congressmen, and I will stop. On a
personal note, let me say that I, and I suspect a number of others

who are less than spiritaally perfect here in the group, were deeply .

offended by the remarks of Eileen Gardner and what they repre-

sent. Regardless of the fate of Mrs. Gardner, I think her comments -*

are the tip of the iceberg.

I began to think that maybe I had chosen the wrong aspects of
our study to focus on in our testimony this morning because we
also have ample evidence, both quantitative and from systematic,
key-informant interviews, that the new special education programs
are received very positively by parents and teachers, and that
within the districts we studied, there really is no zero-sum mentali-
ty abcut special education draining dollars frora other areas of
public education.

We looked for and did not find any significant perception of com-
petition between special and regular education programs. The spe-
cial programs were widely accepted and perceived as cost-effective.
Also, whatever the cutbacks which have been sustained in recent
years—and they have been significant—they have applied t, all
realms of educatior, special and regular. Most recently, any ncw
doilars have tended to go toward basic skill and other priorities in
general education recommended by recent commission reports,
rather than to special education.

In sum, then, the notion of a backlash toward special education
just is not evident to any appreciable degree in the districts we
have studied, and I would just like to diffuse that shibboleth, if we
can do it this morning.

Let me stop there.

[Prepared statement of John Butler follows:]

PREPARED STATEMENT OF JoHN A. BUTLER, CHiLDREN'S HospiTAL, BosToN, MA

1 am grateful for the opp.rtunity to present to the Select Committee some of the
findings from the Collaborz tive Study of Children with Special Needs.

The Collaborative Study concucted a survey in spring of 1983 on a stratified
random sample of 1750 children from the elementary school special education W
grams of five of the nation’s largest school systems: Charlotte, NC; Houston, TX;
Milwaukee, WI; Rochester, MY; and Santa Clara County, CA. The purpoze of the
study, which involved parent, teacher and physician interviews as well as reviews of
school records, was to characterize the children’s use of health services, their func-
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ti(;,nall status, and the perceptions of parents and teachers about their progress in "
school. =
I will focus this morning on our findings regarding serious child and family risk :
factors and several issues at the intersection of the heatlh care system and the i

schools. Further detail on these and other aspects of the study is provided in 3
papers which have been submitted as addenda to our testimony.

Xy

FAMILY BACKGROUND AND SOTJRCES OF STRESS

The first thing to understand about childre’: with disabilities in the five school
systems we studied is that many of their fariilies, as well as the children them-
selves, are sociceconomically deprived (Table 1':

Proportions of children below the federal poverty line varied from 43 percent in
Rochester to 8 percent in Santa Clara County. Near-poor children constituted a very
significant element of the special education population. .

Tnose students whose mothers had not graduated from high school comprised
over 50 percent in 2 of the districts (Houston and Rochester), and over one-third in
two others (Charlotte and Milwaukee).

There were high levels of unemployment in 4 of the sites—almost half of all the
students in Milwaukee and Rochester lived in a family with an unemployed head of
household. The . ate of unemployment for Charlotte and Houston was approximately
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percent.
Many children—25 to 60 percent—lived in single-parent households.

The pattern we found does not depart much from the 1983 pattern for the entire ¥
school-age population in each of the five urban areas, but in the case of families 7
witk a handicapped child the impact of poverty, low srent education, and single &
parent status wes likely to be especially acute, compounding other sources of family wl
stress. Santa Clara County was the only site without a substantial population of 7@

»

families at socioeconemic risk.

We asked parents in our sample whether, because of their child’s condition or
problem, they ever had to make major changes in their family choices, including
where they lived, their job situation, vacation plans, child care arrangements, their
marriage, and choice of friends. In the aggregate, 40 percent of the sample reported
one or more of these effects. Problems were most prevalent for families with a phg:—
ically or multiple handicapped child (64 percent), those with an emotionally or
haviorally disturbed child (46 percent), and those with a mentally han icapped
youngster (42 percent).

Despite the stress experienced by families with a handicapped child, we were sur-
prised to discover that only 9 percent participated in any form of parent group, only
three-fifths said they had an adequate familiarity with community services for their
children, and only 11 percent received any kind of family oounselmntrary to
the frequent stereotype of the well-informed, vociferous parent, we discovered par-
ents who were by and large socially isolated, not well-informed, and without ade-
quate supplemental family services.

I also want to emphasize that by investigating only elementary school students we
were looking at the best case. The complexities and stresses introduced by having a
handicapped adolescent in the family are usually much greater, as are the problems
associated with scheoling for older students.
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HEALTH CARE ACCESS AND USE

Another element of rigk for the children in our sample was limited access to
health care, especislly in several of the school systems, and especially among minor-
ity’l»%mup students.

ere were major differences among the school systems in the percent Jf children
with a regular source of care and regular physician. Those without a regular source
varied from 2 percent in Santa Clara County and Rochester to 12 percent in Char-
lotte and 15 percent in Houston. Those without a regular physician varied from 14
percent in Santa Clara County and Rochester to 37 percent in Charlotte and Hous-
ton.

Heaslth insurance coverage—from both J)rivate and public sources—also varied
dramatically by district (Table 2). Our findings concerning health insurance paral-
leled those on regular gources of care and regular physicians. Only 7 percent of chil-
dren in Santa Clara County and Rochester had no insurance, but 12 percent in
Charlotte and fully 27 percent in Houston had none. The differences in rates of
public insurance coverage were largely explained by variations in state Medicaid eli-
gibility criteria.
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Given the findings on structural and financial access to care, it is rot :urpﬁ;ing
that use of health services also varied greatly among sites. There was a two-fold dit-
ference between Santa Clara Cour .y and Houston in the percent of children visiting
a physician within the past year.

Across gll sites, minority-group children went to the doctor far lees uently
than others—only 48 percent of Hi c children and 51 percent of Black dren
gad a( hysmx;x vigit within the last year as compared to 79 perceat of white chil-

ren (Figure A).

Our health care findings boil down to a sad comment on ifferences among states
and localities in access to services. Where you live determines in large mensure
what you get. We also found, consistent with other national data on the entire child
population, that minority-group children continue to fare more poorly than others
even at a time when Medicaid and other pubilic programs have mitigated economic
inequities of access.

PHYSICIAN INVOLVEMENT AND RELATED SERVICES
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Because our study focused expressly on the interface between health and educa. ¥
ticn, let me comment briefly on what we found concerning the involvement of - ;

health care providers in the implementation of P.L. 94-142. of the five achool
systems had a somewhat different story, but several generalizations are consistent
acroses the aites, reinforcirg the view that powerful institutional and professional
boundaries still must be overcome if coordination of services is to be improved.

In general, physicians have been only .ninimally involved with the implementa-
tion of the new school-based programs for the handicapx;ed (Figure B). Although in
each of the districts there have been a limited number of highly active and involved
pediatricians and other doctors, we found that the dominant pattern among pl

cians remained one of ignorance about the intent and procedural guarantecs of P.L.

94-142 and related state law. Only 30 percent of physicians interviewed wers famil-
iar with the child’s educational program, and 16 percent were completely unaware
that the child had an educational handicap.

Given the severe demands on physician time and the economic disincentives to
participation in school-based activities such as IEP conferences, it remains unclear
how and to what degree phvsicians should increase the time they spend in schools.
But in two regards things clearly could be better. Physicians themselves should
know more about the school related disabilities of children and school programs for
the disabled. Likewise, teachers should know more about the medical consequences
of their students’ disabilities.

Much of the responsibility for the coordination of services has fallen on public
health agencies and the schools themselves, especially as regards delivery of and
payment for related services such as OP/PT, medical diagnosis, school nursing, and
counseling. Schools and health dega.rtments are act ying for approximately
92 percent of all speech therapy, 78 percent of all OT/PT, and 65 percent of child
counseling. By contrast, the role of private health insurance sources in paying for
these related services was found to be minimal in all of the five siies.

Among public sector programs, the main problem is that “boundary” issues arise
because public health mandates often conflict with public education mandates con-
cemin{; child eligibility, scope of services, fee schedules and locus of administrative
control.

A particuiarly disturbing shell game has resulted for children requiring catherter-
ization, tracheal suctioning, and various other medical procedures or forms of medi-
cation at school. State laws, regulations and agency guidelines sometimes have re-
sulted in a catch-22 by which no one is empowered or willing to perform certein
routine medical services in the school setting. This issue is only partially addressad
by the recent Tatro decision.

Another aspect or related service which we believe may be inadequate is counse]-
ing and mental health serivces for children identified as being emotionally or behav-
iorally disturbed Only 50 percent of these children were receiving child counseling,
and their parents perceived counseling as a major unmet need. These also were the
childrea whose families experienced greatest socioeconomic stress and family disor-
ganization according to a number of the other indicators included in our study.

POLICY IMPLICATIONS

What are some potential federal policy implicatinns of our findings? We would
venture the following ideas aware of the critically important role that the Select
Committee can play in coordinating legislative activicies on behalf of children across
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the ci:tlire House of Representatives, and the leadership it can exert in the Congress i
as whole:

(1) Assistance to the families of childven with disabilities requires shared effort
across the domains of welfare, social service, mental health, health care, develw)-
merdal disabilities, rehabilitation services, education and other policy domains. We
are bumping up against the limit to which the schools alone can be expected to ful-
fill the promise of Public Law 94-142 in the absence of el efforts from other
sectors, agencies and programs, both private and public. We do not offer this conclu-

s vne o

5
R

sion as an aplogia for the schools, who can still do much to imlfrove their services, 51*5
but as a realistic comment on how difficult it is to improve the lives of families with &
a unitary strategy based in the schools alone. e

(2) The Medicaid program and the Title V Crip&ed Children’s Program, in par- B
ticular, need to be better coordinated with Public Law 94-142 in their eligibility re- &

airoments and im}flementation. It scems absurd, for ~xample, that a low-income R
glispanic child in Houston should receive adequate attention from the schools for 5

peases
5393

his or her educational needs but be cast adrift without adequate access to even the
most basic health services. Ir reviewing our data, one cannot help but be atruck by

the relative consistency of educational eligibility standards and relative lack of F
such standards in the health sector. We sit y within a stone’s vhrow of Henry A
Waxman’s district, and all of you are in even closer proximity to his Committee ES
when you return to Washington. Yet surprisingly little is known by his staff about i
Public Law 94-142, and conversely, little is know about Medicai by the staff of o
Select Education and the other Co ional committees with oversight and budg- Z

etarg responsibility in education. The Select Committee is uniquely ositioned to
build bri between these Congressional jurisdictions.

(8) The health care community still does not know with sufficient clarity how to
be involved in implemerting Public Law 94-142 and parallel state lews. There re-
mains a reservoir of enthusiasm and good will among many physicians and other
health care professionals, with frequent calls for more active involvement, but prac-
tical and economically feasible mechanisms for physician participation and physi-
cian education still are insufficient.

¥ A Ao, Sy eirosn s

CONCLUSION

It would be wrong to conclude without also mentioning the very positive ratings
given to the new special education programs by parents in all of the five school sys-
tems studied. Eighty-five percent of the nts in our sample expressed satisfaction
with the overall educational program o; their child. Likewise, most teachers had a
very positive estimation of the progress their handicapped students were making in
school. For 75 percent of specia.lp needs children, teachers reported improved academ-
ic performance during the school year. These facts s t that, although we still
have a long way to go in providing adequate care fot;gg‘i':abled children and their
families, we also are performing a great service thro!ﬁh Public Law 94-142, This
legislation ramains among the most important national commitments to children,
end deserves to be further strengthened and reinforced in coming years.

TABLE 1. —CHARACTERISTICS OF THE SPECIAL EDUCATION POPUIATION OF THE FIVE STUDY SITES,
1932-83 SCHOOL YEAR

P ,L«L [

rv o Wy

Study sites
Charactensst
° Cuartte, M0 Houston, TX Miwaukee, W1 Rochestr, Ny S14.0ar.
Ethrucaty
Percent white . . 428 26 384 382 59.5
Percent black . ... 567 441 529 513 50
Percent hispanic - 01 26 56 96 295
Percent other ... .. . . 04 07 28 09 6.1
Gender. percent male . .. . 692 66.7 691 €54 64.3
Income- percent students with family income below
130 percent of the poverty line . .o 38 k} 45 52 18
Mother’s education-
Percent with less then high school diploma . 351 521 393 521 236
Percent hugh school graduate. 391 329 415 342 364
Percent above high schoof diploma . . . . 258 145 19.2 131 400
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TABLE 1. —CHARACTERISTICS OF THE SPECIAL EDUCATION POPULATION OF THE FIVE STUDY SITES,
1982-83 SCHOOL YEAR—Continued

Study sites
Crartie, 0 Houston, TX Miwaukee, W1 Rochestr, Ny 400,000,

Charactenstes

Employmt pemtdheadofbouseMwork-

ing full or parttme .. . 12 169 51 52.5 883
Lming amngemwt pereent duldm wnh two
parents | . 567 64.2 456 429 760

TABLE Z.—HEALTH INSURANCE COVERAGE BY STUDY SITE, CHILD AND FAMILY BACKGROUND

CHARACTERISTICS
Tyve of msurance coverage !
Graracterc None Pblc Pivate

Al special education students .. . . ... ... . 12 32 5
Study sde-

Santa Clara County 1 14 79

ROCKESIBY oo e v o o e e e e e 1 52 ]

Miwaukee.... .. ... e v e e e e 8 52 4

Charktte...... .. C e e e 12 25 62

Houston 2 18 56
Race/ethniety

Widte, .. ... e . S e 8 19 ]

Black....... . . . 12 50 40

HISPAC ourrv s e - 2 20 55
Poverty status

Poor ... ... .. T 16 67 19

Near poor. - . , , . o 16 ki 51

Low 1ncome...... . neen. .. 18 21 63

Not poor . 4 1 8
Mother's education.

Non-tugh school graduate . e 20 49 k1

High school griduate.. .. .. e e s e s 8 26 68

More than high schoot R , . . 4 18 8
Student handicap

High prevalence condition. . . o 12 3l 57

Low prevalence condition e e e 11 3 55

1 Pescents may add acruss ty more than 100 percent because 3 student may have both prvate and publc heslth wsurance coverage
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Figure A

RELATIONSHIP OF RACE/ETHNICITY
T0 g(i)-IYSICIAN VISITS IN THE PAST YEAR
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Fagure B
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00 PHYSICiAN_INVOLVEMENT WITH THE SCHOOLS 'L’e.
CJCstert &
80~ Cluster 2 ﬁ,
60~ -?'
o :
20- ;
" PhysconContoct _PhysconHelped  School Ref - :
{ SICION v

WhSehool | Fomiy FrdSenvees  Crid oPhiean  Antended 1EP

Prysicion kvolvement with Schools

Note: Cluster 1 includes children whose primary handic&p-as™~
reported by parents is speech, learning or other developmental
problems, attention deficit disorder or emotional difficulties.

Cluster 2 includes children whose primary handicap as reported s
by parents 1s Down Syndrome, hearing or vision problems,
cerebral palsy, other neurological problems or general medical
conditions.
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Chairman MiLLEr. Thank you, and let me thank all members of
the panel for your testimony. I think you have just been cutstand-
ing across the entire paral.

I would like to now begin questioning by members of the cngres-
sional panel, Congressman Lehman, do you have questions?

Mr. LruMAN. Yes. You are the most articulate panel that I can
ever remember being before this committee and most other com-
mittees that I have served on. You can really tell it like it is.

I do not want you to answer me now, because of the time limit,
but, hopefully, those that want to answer these questions can do so
by letter or by memorandum to me or to the .

For some of the questions I ask, I will be calling on the staff to
get me certain information. What I want to deal with is stress and
respite, and I think I have an analogy.

I have been involved in South Florida with the hospice program.
Now, terminal illness is not a real good subject to relate to, but the
hospice program works. I have been out there, and I have seen it,
and the people involved in it are a God-send.

Not only do they have an institution that 10 percent of the ill
can go to. but in the institution, they have the kinds of visitation
p}rl'iﬁn:leges and volunteerism that you need for your handicapped
children.

But, 90 percent of hospice care is home visitations, and the hos-
pice worker becomes part cf the family, but you have to be able to
qualify for Medicare to get on the hospice program. Why should we
use this good type of an institution just for those that are over 65
and abandon the children that are in a similar type of situation,
especially as it relates to the stress on the family and the need of
the family for respite.

I guess what I want you to do is to see—to make some kind of a
proposal, perhaps, for the committee that would be similar to the
kind of programs provided for the terminally ill elderly under the
hospice program in regard to the stress of the family and the relief
of the stress by the respite services provided by tge hospice pro-
gram. Even in home care, you have emerzencies, I am sure, and
can always get someone, either a nurse’s aide or a type of profes-
sional, to come out there and bale them out of their unendurable,
temporary situation.

I would like to ask the staif to find out for me, if you can, how
this hospice service, in relation to the elderly—how much respite
service they get in every hospice program. I think we can push this
along those lines.

The other thing I would like to mention is that with the disrup-
tive children in one of our junior high schools in our district,
Amelia Earhardt, re assigned to assist handicapped students. This
rractice not only helps with the handicapped children, but it great-
y helps the behaviorial attitudes of disruptive students.

So, I would like to, instead of putting all these disruptive kids in
special classes or special schools, why not let them deal with people
Withh o:her kinds of problems? I would like to have some response
on that.

I would like for the staff or you to give us some indication about
the diversity of support between the states. I understand California
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grobably has one of the better support systems, but not every
tate, by far, is like California.

Then, I would like for you or the staff to find out what countries
in the world are doing a better job on this kind of a problem than
we are doing here, and the one country that I have heard about,
and I have not visited, that has the best educational system and
the best care for the exceptional child, is one you vsould not
think—it was Yugoslavia.

Now, I do not know whether that is still true or whether the gen-

tleman was telling me the truth or not, but if—good deeds are
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where you find them, and good systems are where you find them, -3
and it may be in Scandinavia, it may be in West Germany, it may
be in Ireland, I do not know, but I do not think that this country :
should have the second best sug;p:rt system for the parents and the

children, the parents that are

dicapped or the children that are” ;

handicapped. 1 would like to know if either the staff or yourselves
can find a model in some other country that we can hold up as a ,g’”“

goal that we should imitate.

I want to thank the chairman for calling this session together,

and this hearing, and I think it has been very worthwhile, and I
ho&eﬂ it can lead to some solutions for your problems.

TurnsuLL. Would tyou ailow us to return the compliment

and say thcse are some of the most articulate suggestions that we
have heard, too?

Mr. LeaMAN. Thank you. I am not as articulate as I used to be. I
had an operation a couple of years ago for a tumor on the side of

my jaw here, and they cut al! the nerves in one side. Everything is

dead on one side of my tongue and my jaw. So, I always say I am

now the—by the way, I am all riiht, and I do not have any recur-
rence, but 1 always say I am the only politician to even if he
wanted to could only talk out of one side of his mouth. {Laughter.]

Chairman MiLLER. Barbara?

Ms. VucanovicH. Thank you, Mr. Chairman, and I do have one
housekeeging chore. I would like to ask that the record be ke;rt
open for 3 days in order to receive the testimony of Maceline Will,
who is assistant secretary for special education and for Margaret
Burley, if I may.

Chairman MiLLer. Yes. We will hold it open until May 3.

Ms. VucanovicH. Thank you. I have a couple of questions for
some of the panelists, and, by the way, I congratulate all of you. It
was just a very special thing to ¢ll of us because we have heard lots
of stories, but I do not think we have heard anything of more com-
nassionate people and more caringl\feogle.

But, I would like to mention to Mr. Butler, and I am sure that he
is aware that both Mrs. Gardner and Mr. Uzzell have resigned this
morning——

Mr. BuTLER. Yes.

Ms. VucaNovicH [continuing]. And their names were withdrawn,
and I think that is a very positive thing, and I thiuk that we ought
to applaud that happening. [Applause.]

I particularly would like to comment to Mrs. Turnbull. I—my
husband was married hefore and has a retarded son, who is now 23
or 24 years old, and most of the things that you have talked about,
1 have faced, too, having been married now about 19 years, and
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have had to deal with the young man who is now 23, and it is a
problem.

I really think my question to you, we have had the same experi-
ence about a home being J)rovided and done through private indus-
try and donations and had not only the city counciis turn the home
down, but also people in communities, and object to the fact that
retarded peo(rle would be in the community or handicapped people.

Ii'ust wonder if you do have any suggestions. How do you ¢ e
public attitudes so that lixao};le are really less afraid, and more will-
ing to reach out to families? And, I think it is the family situation.

. TurnNBULL. I am glad you asked that.

I think that there are several ways we can do it. I think the first
thing we can do is to stop always rcl ing on professionals and fami-
lies to be the ones who are involved with peoile with disabilities.
What you and I know as mothers is that our children have taught
us that there is value in difference, and that they have made us
les;; selfish and more sensitive to human need because we have
lived with them and we have interacted with them.

That is ore of their gifts to us. Now, they can share that gift
with us and they can share it with their teachers, but if they are
not around other people in the community, they cannot teach that
lesson to others.

I think when we use social support, when we rely on friends and
neighbors and civic groups and people in the community, they have
an ogportunity to learn that people with disabilities are valuable
and have many assets.

Also, when we dismantle our institutions and bring these citizens
back to the community, they become visible, and we know that
people who are out of sight are often out of mind. We need to have
that community presence.

When we get churches and synagogues involved, that is where
many people are. Not everyone is there, and certainly that does not
mean that everyone should be religious. But, the fact remains that
there is a great public awareness contribution that churches and
synagogues can make, but, so often, we pay respite care providers
and we do not encourage the church to be respite care providers, to
get sensitive to this issue, to teach them about their congregation.

But, let me share with you one other thing because I think this
is the direction I want to go for the next couple of years. My
daughter, who is 9-years-old and in fourth grade, chose this year
for a science project to test the effectiveness of whether she could
increase the gositive attitudes of second graders toward children
who are retarded.

Now, Amy would not choose to do a science project by choice. I
mean to do one on energy or the weather——

Ms. VucaNovicH. Remarkable.

Ms. TURNBULL. [continuinﬁ]. Would just bore her to tears, you
know. So, there was a selfish motive in this, too. But, she is very
concerned about this because of her brother.

Now, again, that is a contribution that Jay has made to her, and
it is, again, that point about sensitivity.

She took two second grade classes, she tested them both with the
test on attitudes. She herself developed = 50-minute lesson on
mental retardation, told them th: point of the view of the kid, and
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taught the one class, and then she went back and tested both class-
es, and she found a highly significant increase, a highly significant
increase in positive attitudes of the children she taught. Fifty min-
utes, a highly significant increase—it cculd have been a master's
thesis. Why did she not give it to me 15 years ago?

But, this is the point. In her conclusions section, she said she
thought the reason that this happens was because kids look up to
older kids: Second graders look up to fourth graders, but they do
not necessarily look up to their teachers.

Ms. VucanovicH. Oh, that is amazing.

Ms. TurnBuLL. And, that she could influence second graders
about how to think, because they know her and they respect her,
and she is an upper classman.

And, second, she said that she used the words of a child and she
s?id adults complicate things. Now, let me give you a quick exam-
ple.

When she explained mental retardation, she used the Michael
Jackson “Thriller” record, and she put Michael Jackson “Thriller”
on the slow speed, and she said some people have brains that work
slowly. She put Michael Jackson “Thriller” on the fast speed, and
she said and other people have brains that work fast. She said,
“But kids, the important thing for you to learn today is that it
plgﬂls “Thriller” on both speeds.”

en, she said to us, “You know, maybe if kids could take more
responsibility from an earlier age and talk to other children in the
language that is in the heart of a child, maybe the group home
zoning would pass the next time around.”

Ms. VucanovicH. That is beautiful.

Ms. TurNBULL. So, [ really think that there is power in that we
need to start from the earliest age. We need to involve children
having interpersonal relationships with other children. We need to
have a presence of these people in the community, and things will
change. They are already so much better than they were 10 years
ago.

Ms. VucanovicH. Thank you very much, and I know other mem-
bershof the panel have questions to ask. So, thank you all very
much.

Chairman MiLLER. Mr. Evans.

Mr. Evans. I thank you, Mr. Chairman.

I would like to address two problems I saw in the first two wit-
nesses’ testimony. The attitudes of professionals or alleged profes-
sionals, is, Mary, my problem with the D.A’s opinion. Instead of
telling you that $87.50 a week is too high, the county should have
been telling her husband to bring his toothbrush because he is
going to end up in the county jail, if he does not want to pay. That
is a problem that was prevalent 2 years ago, when I was a legal aid
attorney.

And, it is a problem, I think, we continue to see. Not only for the
families of handicapped children, but families of other children as
well. It is something we have tried to address in terms of a few
bills that we had just in the child support area, but I also think it
is a problem of che legal profession, particularly the people in
charge of carrying out the law, enforcing the law.

48

i v - %

.?E

L o ‘
Y4 s SO A YLy

:E -t((;:&:v A';- i’« s

vy kt’.”%‘;

o b ¥

.
PR A

P



43

) (Ilf they have that attitude, you cannot even get your case before a
judge.

Ms. SHort. One of the most bizarre things about him being on
probation is we have not spoken to one another gince March of
1982. Occasionally, I see his truck, he sees my car, you know, so we
pass each other.

I asked the probation department for his address so that I cou’d
serve him, take him back to court on an OSC, to reduce the child
support. They cannot give me his address. But, when he goes off
probation, they will send a letter to him telling him to send his
money to me at my address and they will send me a copy of that
letter, with his address on it. Fine.

Chairman MiLLER. That is Orange County.

Ms. SHoRT. Stress. I am supposed to deal with that kind of sup-
port from the system. Anyway, so I am waiting for December 17,
till I get his address. It is fine. The system.

Mr. Evans. We have always had this notion in American juris-
prudence, that justice delayed is justice denied. And, for a child to
get—to wait 2 years of due process hearing . . . particularly, in
the case of a person with handicaps, that need the help at an early
gge seems to me to be a delay of justice that leads to a denial of

ustice.

Beverly, why did that happen?

Ms. BERTAINA. Well, it did not take that long for the due process
hearing; it was the whole process.

Mr. Evans. I see.

Ms. BERTAINA. Startirg out getting assessments, fighting through
the IEP, convincing them that they really did have to obey the law,
and then finally for them to start the program.

My son was in the first integrated SH class in Sonoma County,
and because we dragged six other kids out witk him, out from the
development center, due process hearing, you know, the whole pro-
ceduze was only a piece of the 2 years, and it is a long process for
any—getting any kind of services for these kids.

Complaints to the office of civil rights. Parents have given up
even trying that anymore because of a very poor response.

Mr. Evans. What is the availability of legal services? Do you
have legal aid clinics that asgist?

Ms. BerTAINA. No; we had, at that tiine, that we were doing this,
there was an advocate workin at Berkeley, at the Center for Inde.
pendent Living. I used to work at that parent advocacy unit there,
and we provided a lot of advocacy.

We lost our grant. Grants have Leen cut all over the place. There
is very little advocacy. In Sonoma County now, UCP, United Cere-
bral Palsy, is the onry organization providing any kind of consist-
ent advocacy for parents, and they cannot do it all.

No, there are very few legal services there.

Mr. Evans. Do you have a central place?

Ms. SHORT. Yes; the whole IEP system is very difficult to deal
with, and when you get to the fair hearing level, unless you do
qualify for legal aid, or one of the ageiicies that has some sort of
legal advocate decides to help you, the parent ends up attempting
to pay for it on their own or trying to go through it without any
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training. and you need an attorney. I work for an attorney. He will
not helé)vme.

M. Evans. The school board is going to have—

Ms. SHORT. An attorney.

Mr. Evans. If it goes higher, they are going to have an attorney
in the appeal process. I know that from my own experience. There
have been delag's as well. We had a problem in the State of Illinois
where they did not have the regulation on the State basis for a
year after they were mandated to have the regulations.

So, this was 3 years ago, and I think it is a problem that we need
to look into to make sure that the State is following throvﬁ)i;———

Ms. BERTAINA. This happened about 4 years ago. Started about 4
years ago.

Mr. Evans. All right.

Ms. BERTAINA. But, in California, I think, they recently passed a
law that said, if I am remembering correctly, that parents may not
bring an attorney to an IEP meeting unless—no, excuse me. The
di?trict will not pay for the attorney unless they use cne them-
selves.

There is some—I cannot remember exactly how it goes, but it
limits the parents’ right to legal assistance, you know, within IEP
and within fair hearing procedures. It is a real problem.

Mr. Evans. Is there any other panel—you will have to move the
microphone down so we can get it in the record.

Ms. VINCENT. I really want to comment on the due process and
{_EP system from the perspective of the changing American fami-
ies.

We have two very articulate parents over here and another one
over here, and Ann will tell you, she grobably has written the best
book there is on how to write an IE™ as a professional. It has 17
chapters and checklists, and we all used it with our students, and
she will tell you, when she goes into Jay’s IEP meeting, she forgets
ail of her questions, she cannot get the Information asked.

And, what I want to point out about due process and was ve
s.1 about that is that many, many of the families that I work wit
are very dissatisfied with their children’s services, but they do not
have the self-confidence, the educational background, the tenacity,
the willingness 1 have everybody in the public school not like
them in order to take the process on. They really need =dvc.ates
and the systems out there need to have advocate people available,
other parents who have gone through the process, use it is
very few parents tnat can rea'ly tckc the systern on. Many of the
parents who most need the services are the very people that don’t
take the %dystem on. | talked with a father the other day on the
rhone, snd he said—I said, well, you did not sign ti.e IEP, and he
said, I just—I cannot deal with them anymore. I just signed it and I
will work on what needs to be worxked on at home, you know, and I
think that is a very sad situation.

Mr. BUTLER. Just a really very quick commeont.

Mr. Evans. Can you move the microphone down?

Mr. BuTLer. Yes; I have some evidence that supported the same
point. In our study, we asked parents -whether they had atiended
the most recent JEP conference, and in Santa Clara County, which
was by rar the most affluent of our sites, 90 percent had, in part
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because they had the disposable income and time to be able to
attend, and in part because the school system had made special ar-
rangements to hold the hearings at hours when they could attend.

In the other districts, attendance was more like 50 percent, for
all the opposite reasons plus the intimidation factor and so on. You
have a law which, in its procedural guarantees, is about as compli-
cated as anything you or I could understand, and then you have
g:rents 50 percent of whom have not graduated from high school

ing asked to come in and fight for their righ’s.

I do not think we should back away from those procedural guar-
antees. I think they are terribly important, but I think we should
provide the families sufficient support to be able to fulfill the
intent of those guarantees, and that may mean doing more than we
are currently doing for those families.

Mr. Evans. I do not want to ove.do my time here, but if any of
you could give me some studies or some thi tizat have beer. done
on how we could, and what the cost would be, to shift the resources
from an institutional to an individual level, I would like to have
some of those studies. Thank you.

Mr. MonsoN. Thank you, Mr. Chairman.

I have appreciated very much the testimony we have heard here
todzy, too, and I think it has helped us all recognize the value of a
solid family support for these situations, and, yet, pointed out that
there are other problems out there still that need to be dealt with.

Dr. Vincent, you suggested that we need to mandate to state and
local education agencies to assume responsibility for the handi-
cap@ child’s educational program from the point the child is di-
agn

You also indicated that you do not think we need to put more
money into the solving the problems. Is this going to require put-
ting more money into solving the problems?

Ms. VINCENT. I think the issue, and it is one that several of us
have spoken to, is who gets to spend the money. We have a pro-
gram in Wisconsin calleg the Wisconsin Family Support Program,
which is on a pilot basis, and through that program, families can
apply for up to $200 a month to maintain their child at home,
rather than institutionalizing them, and as part of that, what we
have done is work with community agencies to provide day care
and full day programs for children under five, family supporting,
and one of the things that we saw is that for every child we keep
out of the institution in Wisconsin, because our institutions are
about $50,000 a year, we could pay for early intervention services
for 15 to 25 children in the community.

Now, it is not the same pot of money. We are talking about
taking moncy from health and social services and moving it into
education.

But, I think the reality is that most of our data said that when
early intervention is available from birth, communities do not as
highly institutionalize children.

Our school district has served children from birth for the last 10
years, although we are not mandated to do 8o. Our district is doing
1t as local choice »n local dollars. We have not institutionalized a
single child under 6 years of age from our city in the last 10 years.
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So, not a sirgle child has been placed, and that is an enormous
cost savings, which then can go into education.

Mr. MonsoN. Weil, I just wanted to clarify that point because
one of the cost concerns that we hear from local officials is that we
always are mandating them to do things without providing funding
for them to do it.

Ms. VINCENT. Right.

Mr. MoNsoN. And, I want to make sure that if we do that kind of
thing, that we provide a means to take——

Ms. VINCENT. We are going to have to take money from one pot
and put that money over and put it into the commanity, and into
families maintaining their children at home.

Mr. MoNsoN. There is a lot of other questions I think that should
bﬁ asked, but I think in the interests of time, I will have to save
them.

I just want to again compliment you all and appreciate tke evi-
dence that has been presented here on some of the opportunities
that are available. I wish that everywhere had those same opportu-
nities, but at least it gives us some encouragement that maybe we
cen find ways to get those started in every pi..ce.

Thank you very much.

Chairman MiLer. Thank you.

Let me again compliment the panel. In response to the dialog
with Congressman Evans, let me say that the issue of attorney’s
fees and representation is being fougit hard right now in the Edu-
cation and Labor Committee. The decision about attorney’s fees
will really determine whether there is a mismatch between parent
and schools in most hearings.

I speak from the experience of my own congressional district.
Had they provided attorneys and worked things out earlier, they
would not have lost & considerable amount of Federal moneys by
violating the law, and parents would have known that attorneys
could represent them. They went through a very disheartening ex-
pte_zrience, as the Federal dollars dried up for a considerable period
of time.

On the issue of deinstitutionalization and prevention, I think,
again, that both 94-142 and the foster care legislation have shown
that certain services, in fact, reduce costs. We now see the number
of children going into foster care dramatically reduced throughout
the country, even as demand for foster care has gone up. We see
the number of children in permanent placements through adop-
tion. We learned that we could trade the provision of services to
families to Lelp children from being placed, and thereby save
moneys in the long term as well. I think that is the issue that is
now being raised here.

I do not know whether in this case, it will prove to require more
or less, or the same amount of funds. But, clearly, we have got to
ask ourselves what kind of system is it that is biased against a
family trying to take care of its own.

This committee was created to try to strengthen the fundamental
institution in America, the family. We have tried at each hearin
to see how we can spend whatever dollars we are spending in a dif-
ferent manner, so as to strengthen that institution.

92

-~

it
b7

PRI

¥

it
3

¥

(XY N
S oy ei¥igwmed?

a2
1925

it

‘I . .e ’,
IR AR P

P
¥ Eo

oo

\ e ok iE Uy

i o



47

In Mr. Monson’s State, Utah, they tried a child care experiment,
to see if they could reduce AFDC payments, and they found, I
think, even in the middle of the recession, that their ATNC pay-
ments were dropping as they provided child care to single parents
who wanted to go out and get a job. Perhaps, we should revisit this
subject with the idea that, in many instances, intervention and pre-
;lention services will reduce the cost of what gcvernment ultimate-
y pays.

You have given us an awful lot of things to think about. I appre-
ciate your testimony and your time, and all of your effort, and I
would hope that you would continue to stay in touch with the com-
mittee.

So, thank you very much.

Ms. VINCENT. May I make one brief point.

Chairman MmLEr. Somehow I thought maybe you would.

Ms. VINcENT. I am——

Chairman MrLer. I am supposed to be a powerful chairman of a
powerful committee, you know, and——

Ms. VINCENT. What you heard from this anel is very consistent
with the priorities of I{Im Madeline Will. Her priorities are early
intervention, transition, family support and community integra- &
tion, and, so, I think as you work with her in that executive <2
agency, keep in mind that those priorities are what we have been i
talking about this morning.

Chairman MiLLer. We are going to match Ms. Will up with the
President. When he was Governor, he wanted to start community-
based mental health facilities, so we closed the other institutions.
We then forgot abou’ building communit rrograms. So, we are
going to revisit this a..d maybe with Ms. Will's help, we will get it
all straightened out here.

Ms. VINCENT. Thank you.

Chairman MiLLer. Thank you very much.

[V!Ze wﬂ% begin the next panel. Steven, you are already here.

ause.

Chairman MiLLer. We need Trudy Latzko, who is the program
director of Developraental Services Department for the city of San
Francisco, and Florene Po adue, who 18 a parent and executive di-
rector of Parents Helping %arents, and Betsy Anderson’s testimony
will be given by Martha Ziegler, who is the head of the Federation
for children with Special Needs. We will be ready to go here in a
morent.

(Pause.]

STATEMENT OF STEPHEN BREES, CONSULTANT, FOUNTAIN
VALLEY SCHOOL DISTRICT, FOUNTAIN VALLEY, CA

Mr. Brees. Thank you for giving me the honor——

Chairman MiLLer. Excuse me. We are going to have to ask that
ew}/leryéone be especially quiet so that we can hear the witnesses. Go
ahead.

Mr. Brees. Thank you for giving me the honor of appearing
before you, especially since I tried to just upstage you. I hope I can
convey useful information about specific aspects of my educational,
economic and employment experiences.
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I am 32 years old. My disatility is cerebral palsy. Shortly after
my disability was diagnosed, I began attending a special education
school located here in Ora.n%‘e County. I attended this school from
the age of 8 to 16, during which time I received physical therapy,
assistance meeting my physical needs, recreational experiences,
and educat’ .:al training.

All of the pupils who attended this school were, i* one way or
another, dphyeically and/or learning disabled. With the ¢ncourage-
ment and support of both my parents and the very special special
educaft.il%n teacher, I began to attend a regular high school at the
age of 16.

Although there was a home room in which I received assistance
with such things as changing my clothes for 1'E and meeting toilet
needs, for the most part, my experiences in high school centered
around interactions with nondisabled students, both academically
and socially.

It was during these challenging high school years that I became
interested in peychology, and 1 have stayed on the track because I
just received a master's degree in counseling last summer from
California State University at Fullerton.

I re%t:)ire physical assistance with my personal needs on a daily
basis. Some of the important and fundamental tasks I need help
with are transferring in and out of bed, transferring on and off {he
toilet, personal hygiene, and dressing. These needs are fundamen-
tal and primary, use unless these needs are met, I cannot func-
tion very well, if at all, at school or on the job.

My first opportunity to live independentiy came when I attended
the University of California at Riverside, where I received my B.A.
in sociology. For approximately 4 years, I lived in the dormitories
there. I then lived in an apartment subsidized by Housing and
Urban Development, which was within walking distauce of the uni-
versity.

The entire campus as well as the dorm had specific modifications
which made living there much easier, and that was funded by
Project Hope.

It was at UCR that I first learned how to locate, hire, and train
those persons who were to help me meet my physical needs. These
people I call attendants. Newspaper ads, disabled student services
offices at different colleges, community services, service agencies
serving the needs of the disabled, and werd of mouth have been the
most effective methods that I have found in locating at‘endants.

However, I have often found that I have had an insufficient
number of responsible people from which to choose when hiring an
attendant. Part of the reason for this is economic iu nature. The
salary of my attendants, until just recently, has been provided
solely by a county/State program entitled “In-Home Supportive
Services.”

Wt ile this program has been very helpful, it is averaged out to a
daily rate of from $15 to $17 per day, and at the very least, I re-
quire an average of 5 hours of physical assistance daily.

According to the rules of the program, if I earn money to supple-
ment this amount, the amount granted to me is reduced. I cannot
offer a potentially desirable employee an economically competitive
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remuneration. As a result, the penple I do tend to des! with are
often nonprofessional, untrained, and less than totally responsible.

Until recently, I have been receiving supplemental security
income from the Social Security Administration. This SSI has been
granted to me with the stipulation that I do not engage in signifi-
cant gainful employment. As I have mentioned previously, I have a
master’s degree in counseling.

My future long-term goal is to become a practicing m e,
family, and child counselor. In order to do this, I must do volunteer
work in the community in order to get the supervised hours neces-
sary to get the license. In order to do my field work, I must rely on
attendants.

In order to acquire the services of attendants, I must J)ay them
more than the amount allotted by the Government. In order to pay
my attendants, adequately, therefore, I must find a job which pays
more than the sum total of Government assistance.

While I believe that a disabled person who has had a successful
employment history should make provisions for the expenses com-
mensurate with his or her physical needs, I also believe that suc-
cessful working habits are learned, and if you have not had an op-
portunity to develop those habits, it is hard to act accordingly.

Positive work habits are developed, in part, from having a histo-
ry of experiences in <vhich a child can learn how to gradually
assume responsibility for himself as he matures.

I am well aware that many people have limited capacities to take
care cf themselves or to be employed, let alone to live independent-
ly. However, must children, disabled ple, and retired folks, be
employed in order to be of social beneﬁlt):go

I am convinced that whatever social berefits I may be to my
community is largely possible because of the relationships I have
had and still have in educational and vocational settings.

My current employment status is new and exciting. I am a con-
sultant for the Fountain Valley School District here in California. I
am taking part in the development of curriculums to familiarize
second and fifth grade children with other children in their school
who have disabilities.

My position will last, 3 months. It pays well enough for me to
meet my expenses and have enough left over to look for another
job. I needed a master's degree Lefore I could afford to discontinue
supplemental Lecurity income, and before I could afford to have my
attendant care governmental allotment greatly reduced.

I needed a master’s degree before I could economically afford to
be gainfully employed.

In closing, I have the following general recommendaticns:

With respect to special education, it i3 important to educate as
much of the child as fossible. By that, I mean to plan for his intel-
lectual and emotiona development, however limited that may be,
in additior: to his physical development.

Second, establish or work in cenjunction with already existing
agencies which provide information for the disabled person and for
parents of the disabled on attendant care, accessible housing, trans-
portation options, health insurance, et cetera.

Third, provide grants to establish attendant care training pro-
grams.
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Fourth, provide safe, reliable transportation for disabled people.

And, fifth, consider providing economic assistance to people with
disabilities—based more on their actual physical needs and less on
their employment histories.

I would like to thank you very much for your attention, and I
would like to make myself available to you tu answer any questions
you may have in the future.

I really appreciate being able to come here.

Chairman MiLLer. Thank you, Steve, very much.

[Prepared statement of Stephen Robert Brees follows:]

PREPARED STATEMENT OF STEPHEN ROBERT BREES

Thank you for giving me the honor of appearing before you. I hope I can convey
useful information about specific aspects of my educational, economic and employ-
ment experiences.

I am 32 years old. My disability is cerebral .

Shortly after my disability was diagnosed, 1 began attending a Special Education
school located here in Orange County. I atterded this school from the age of three
to sixteen, during which time I received physical therapy, assistance meeting my
physical needs, recreational experiences and educational training. All of the pupils
wgigd attended this school ware in one way or another physically and/or learning dis-
a .

With the encouragement and support of both of my parents and a very special
Special Education teacher, I began to attend a “refular' igh school at the age of
16. Although there was a home room in which I recei assistance with such
things as changing for edaptive P.E., and meeting toilet needs, for the most part my
experiences in high school centered around interactions with non-disabled students
botk academically and socially. it was during these challenging high school years
that 1 became interested in psychology. I received a Masters Degree in Psychology
last summer from California State University a¢ Fullerton.

I require physical assistance with my personal needs on a daily basis. Some of the
important and fundamental tasks I need help with are transferring in and out of

, transfefring on and off the toilet, personal hygiene and dressing. These needs
are fundemental and primary because unless these needs are met, I can not func-
tion very well, if at all, at school or on the job.

My first opportunity to live independently came when I attended the University
of California at Riverside. For approximately four years I lived in the dormitories
there. I then lived in an apartment, subsidized by H.U.D., which was within walki
distance of the university. The entire campus as well as the dorm had specific modi-
fications which made living there easier.

It was at UCR that I first learned how to locate, hire and train thcse persons who
were to help me meet my phys:cal needs, Newspaper ads, disabled student services
offices at different colleges, community services serving the needs of the disabled,
and word of mouth have been the most effective methods that I have found of locat-
ing attendants. However, | have often found that I have had an insufficient number
of responcible people from which to choose when hiring an attendant. Part of the
reason for this is economic in nature. The salary of my attendants unti) just recent-
ls\;has been provided solely by a county/state program entitled In Home Supportive

rvices. While the program has been very helpful, it has averaged out to a daily
rate of from $15 to $17 per day. At the very least I require an average of five hours
of assistance daily. According to the rules of the p:gmm, if I earn money to supple-
ment this amourt, the amount granted to me is reduced. I cannot offer potentially
desireable employees an economically competitive remuneration. As a reeult, the
people I do tend to deal with are often nor-professional, untrained, less than totally
responsible peorle.

ntil recently I have been receiving Supplemental Security Income from the
Social Security Administration, This SSI has been granted to me with the € ipula-
tion that I do not engage in significant gainful employment. As I mentioned previ-
ously, I have a Masters degree in counseling. My future long term goel is to become
a practicing marriage, family and child counselor. In order to do this, I must do vol-
unteer field work in the community. In order to do my field work, I must rely on
attendants. In order to acquire the services of attendants, I must pay them more
than the amount allotted by the government. In order to pay my attendants ade-
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quately, I must find a job which pays more than the sum total of governmental as-
sistance. I need to make enoufh money to make it worth being gainfully employed.

While I believe that a disabled tﬁemn who has had a guccessful employment his-
tory should make provisions for the expenses comrmensurate with his or her physi-
cal needs, I also Eelieve that successful work habits are learned. Positive work
habits are developed in part from having a hiv ory of experiences in which a child
can learn how to gradually assume responsibility for himself as he matures. I am
well aware that many people have limited capacities to take care of themselves or
to be employed, let alone to live inde;.endently, however, must children, disabled
people and retired folk be employed in order to be of social benefit. I am convinced
that whatever social benefit I may be to my community is lmgely possible because
of the relationship I have had and still have in education and vocational settu&a‘ .

My current employment status is new and exciting. I am a consultant for the
Fountain Valley S%hool District here in California. I am taking part in the develop-
ment of curricula to familiarize second and fifth grade children with other children
who have disabilities. My position will last two months. It pays well enough for me
to meet my expenses and have enough left over to look for another job. I needed a
Masters degree before I could afford to discontmue Supplemental Security Income
and before I could afford tc Lave my attendant care greatly reduced. I needed a
Masters degree before I could economically afford to be gainfu y employed.

In closing I have the followiﬁ general recommendations: )

1. With respect to special education it is important to educate .> muct of the
child as possible. By that I mean to plan for his intellectual and emotional develop-
ment Lowever limifed that may be in addition to his physical development.

2. Establish or work in conjunction with already existing agencies which provide
mformation for ihe disabled on attendant care, accessible housing, transportation
options, health insurance, etc.

3. Provide grants to establish attendant cave training frog'rams

4. Provide safe reliable public transportation for disabled people.

5. Consider providing economic .sistance to people with disabilities based on
more on actual physical needs and less on their employment histories.

I would like to thank you very much for your attention and I would like to offer
to make myself available to anwer any quJestions you may have.

STATEMENT OF TRUDY LATZKO, PROGRAM DIRECTOR OF DE-
VELOPMENTAL SERVICES DEPARTMENT, FAMILY SERVICE
AGENCY OF SAN FRANCISCO, SAN FRANCISCO, CA

Ms. LaTzko. Chairman Miller and other committee members, I,
too, appreciate your giving me this opportunity to give my presen-
tation today.

As the program director of the developmental services depart-
ment of the Family Service Agency in San Francisco, I have been
asked to describe the services that we offer to children from 2
weeks to 3 years old. I understand that I am probably going to be
the only one who will be talking about these earliest intervention
programs.

Before I do that, I would like to express my professional and per-
sonal opinion, based on 25 years of experience as a nurse and as a
program administrator, that parents of young disabled children, as
we have heard so articulately this morning, need to have options
open to them. The programs directed toward these children need to
belindé\'idualized as the options given to parents need to be individ-
ualized.

One cannot think about the child in isolation. Many infant pro-
grams, even here in California where there are many good pro-
grams. plan for the child’s needs without thinking of the child in
relationship to his family. My presentation will be directed towsrd
the needs of the family.

Most programs for children under 8 years old have traditionally
been designed to offer assistance to families through home visits or
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center sessions, during which the families observe with and work
with professionals in order to learn to implement therapeutic ac-
tivities with their children. They observe these activities and im-
plement them at home. These sessions last 1 to 2 hours at a time, 1
to 8 days a week. This type of program is ideal for families in
which one parent does not work, and he or she is able to carry out
these activities at home. But the reality of life tod:{ is that women
do need to work. We know from statistics that half of the women
with children under 6 years old work. They work because most of
them need to earn the money to support their families.

Other families may not be highly functioning, especially in
today’s society. We cannot depend upon these families being able to
carry out ﬁrofessional suggestions. Even though the programs that
are available may offer excellent services, they do not meet the
needs of these families. I would like to give you a few examples
taken directly from the families that we serve.

A l4-year-old mother, whose child has a severe metabolic disor-
der—maple s u;l:urine disease. This mother needs to {nish school.
She has to finish junior high, and to go on to high school. Her
familfy speaks only Spanish.

A family in which the father is periodically uneraplo ed. He hos
just recently hLad a stroke. The mother’s job is essential to support
three children, the youngest of whom is severely disabled.

A single parent who drank heavily before she knew she was
ﬁregnant. She is receiving therapy for alcoholism, and the natural

ind of guilt that she feels toward her child who has fetal alcohol
syndrome.

These are just three examples. I could give you examples of
every gingle family that we serve because our services are designed
for the highest risk families. None of these families would benefit
from a traditional program. .

Now, I am going to describe a little bit about our_ program.
Family Developmentsl Center is located in the Mission District of
San Francisco, on the ground floor of the Sunshine School. The
second floor, which is the Sunshine School, houses an alternative
high school. The center offers a full day program, from 7:30 a.m. to
5:30dp.m., 5 days a week, for 72 children, 18 of whom have special
needs.

This is mainstreaming at the very youngest age, 2 weeks at
times. All of our families, those with both disabled and nondisabled
children, could he considered high risk. Thirty of the seventy-two
parents are teens who attend high schools. Two of those teens have
disabled children, a double whammy. All of the families are low
in}clomle and are either working, in training programs or going to
school.

Of the 18 parents of disabled children who are presently en-
rolled, 14 have been able to continue working, continue their
schooling, or return to the work force. Without this help, most of
these parents would have had to resort to welfare assistance. I
have submitted some written material documenting the value and
the economic feasibility of early intervention.

The four remaining parents are essentially unemployable at the
present time. One has a brand new baby. One is under outpatient
treatment for schizophrenia, one is a recent Spanish-speaking im-
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migrant, and the fourth parent is in a depressed state. The latter
two parents are bein% helped to acctlire skills and improve their
mental outlook by volunteering in the center and recelving satis-
faction from this work.

It is difficult to present statistics regarding the rate of children’s
continued mainstreaming after graduation. Two-thirds of our chil-
dren are moderately to severely disabled. Here in California, we do
mandate programs for children who are 3 years old and over but
few programs are mainstreamed.

We talked earlier about the need for advocacy during the IEP
process. If you have a good &-ogram for children under 38, that proc-
ess can start very early. We are the advocates for the parents
during the IEP process when their children first experience this
very crucial transition into a school district program.xgﬁey go from
a very protective environment, either in hospitals or in an infant
program, and are inen faced with a segregated Erogram in which
their child is “different” and is not included in the ordinary main-
stream of the schools. Sixty-seven percent of these children would
not ordinarily go into a mainstream program, but what about those
other 33 percent? These are the children that we expect and hope
will be mainstreamed. A very recent wonderful success story at our
center involved a child who came to us at 18 months old, who was
barely sitting, and who had severe anomalies, Vater syndrome.
Through very concentrated work and therapy with him and liaison
with the medical community, at age 3, he received a scholarship to
gg into a Montessori school as an ordinary mainstreamed child.

any of his disabilities were resolved, and his parent, as she aptly
put it, remained out of mental institutions. It is this kind of early
Intervention that is crucial for both child and family. It is this kind
of iritensive full day, 5-day program which could accomplish this
result.

The children with special needs are completely integrated into
our seven classrooms. (;lprogram was developed in 1975 to 1978,
as a model under a Federal grant from HCEEP Handicapgped Chil-
drens Early Education Program]. We have a tr .sdisciplinary team
of physical therapist nurse, speech therapist, and special education
teacher as staff and consultants. These professionals work with
both parents and teachers in the classrooms and in the child’s
home. The flexibility of the program adapts to the needs of families
by recognizing that economic issues may take precedence over
other needs and b giving families the respite which will allow
them to deal with their child’s disability more effectively.

We see some parents daily, some seek us out for counseling,
advice and help, others may spend time only with their child’s
therapist. We serve many families who are maybe immigrants.
Mary of our families are panish-speaking only, because we are in
the Mission District of the city and accessible to this population.
Our special education consultant is herself disabled. Sgg is blind
and Spanish-speaking. These qualities lend credibility to our pro-
gram and we are also able to serve families who need to relate to a
person who knows and understands their culture.

Our funding comes from several sources and I would like to talk
a little bit about our difficulties. We have had to fight very hard to
be recognized as a truly therapeutic program. Mainstreamed day
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care is not yet differentiated from child care. We are partally
funded under the regional center S{stem, but the regional center !
usually approves and purchases only 2 days a week for program
gservices since that is usually wiat the traditional program offers.
The children from most of our families would not benefit from 2
days a week; they need to be in the center 5 days. The weekly cost
of therapeutic day care is almost identical to that of the traditional
infant program. The guidelines determined by funding agencies
need to be broadened so that barrier to limitation or prevention of
servic:eélelivery to these neediest families are not created and per-
petuated.

Services for children who have diagnoses of developmental
delays, cerebral palsy, or a neurological disorder are purchased by
the Regional Center, but there are many other children who are
scverely disabled who do not come under those categories. We have
a grant from a private fcundation, the first grant of this tyﬁlthey
have given for services outside of a medical institution, for c ildren
who are medically disabled. We huave children who have leukemia,
end stage renal disease and other medical disabilities. The program
enables those children to live in a normal nonmedical 2nvironment
on a day-to-day basis. We provide medical monitoring, liaison with
the medical community, and we give assistance to our families in
dealing with very confusing medical information. When your child
is first diagnosed, you do not hear what the physicians are telling
you; we help interpret and explain medical information. We also
administer some medical treatments,

The obvious conclusion to my presentation is that we need more
of this kind of program which serves the highest risk families.

Chairman MiLLER. Thank you. .

Florene? '

[Prepared statement of Trudy Latzko follows:]

PREPARED STATEMENT oF TRUDY LATZKO, PROGRAM DIRECTOR OF THE DEVELOPMENTAL
Services DEPARTMPT OF FAMILY SERVICE AGENCY of San FRANCISCO

Chairman Miller and Committee Members, I appreciate your giving me the oppor-
tunity to serve on this panel.
As Program Director of the Developmental Services Department of Family Serv- 1
ice Agency of San Francisco, I have been asked to describe the services our Agency |
rovides for young disabled children, ages 2 weeks to 3 years, and their families. |
ut before 1 do that I would like to express my professional and personal opinion, |
based on 25 years of experience as a nurse and program administrator, that parents |
|
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of disabled young children need to have program options available to them so that
they can chocse a program which best meets not only their child’s needs but takes
into consideration their family’s needs as well.

_Most programs for children under three years of age have traditionally been de- |
signed to offer assistance to families through home visit and/or center sessions |
during which parents observe and work with professionals in order to lcarn to im-

lement demonstrated therapeutic activities with their child. These sessions usuaily

ast one to three hours and may take place one to three times a week. This type of ‘
program is ideal for families in which one parent does not work and he or she is |
able to carry out these suggestions at home.

The reality of life tolay, however, is that womer. must work, families may not be
highly functmninﬁ in our society and although tl:ese infant programs may offer ex-
cellent services, they simply do not meet the needs of a large percentage of families.

Consider a few examples:

A fourteen year old mother whose child has a severe metabolic disorder, This
young mother needs to attend school. Her family speaks only Spanish.

A family in which the father is periodically unemployed. The mother’s job is es-
sential to support three children, one of whom is severely disabled.
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A single parent who drank heavily before she knew she was pregnant. She is re-
ceiving therapy for alcoholism and the guilt she feels toward her child who has
Fetal Alcohol Syndrome.

None of these families would be able to benefit from a traditional program.

The Family Developmental Center is located in the Mission District of San Fran-
cisco on the ground floor of the Sunshine School. The second floor houses an alter-
native high school. The Center offers a full day program, five days a week to 72
children, 18 of whom have ial needs.

All of our families could considered “high risk”. Thirty of the 72 parents are
teens who attend higk achool, two of whom have disabled children. All of the fami-
lie: alre low income and are either working, in training programs or attending
school.

Of the eighteen parents pregeutly enrolled, fourteen have been able to continue
working, continue their schooling or return to the workforce. The four remaini
g:.lr)ents are essentially unemployable at the nt time: One has a brand new

, one is under outpatient treatment for schi phrenia, one is a recent Spanish
speaking immigrant and the fourth parent is in a depressed state. The latter two
parents are being hel to_acquire skills and improve their mental outlooks
through receiving satisfaction from their volunteer work in the Center.

It is difficult to present statistics regarding the rate of the children’s continued
mainstreaming after graduation from our program. Sixty seven percent of our chil-
dren are moderately to severely disabled: they would not be exmted to remain in

i f‘rograms The other 6 children are receiving the kind of therapy and
help which we hope and expect will result in their continuing into regular preschool
settings. We recently had a child who has severe multiple anomalies receive a schol-
?rslii into l?s Montessori preschwol after being in the Family Developmental Center

or 13 months.

The children with special needs are completely intesgrawd into the seven nursery/
classrooms. The grogram was developed between 1975 and 1978 as a model under a
federal grant under the Handicapped Children’s Early Education Program. A trans-
disciplinary team provides speech therapy, physical thera , feeding consultation,
behavior management and special education consultation. These consultants work
with both parents and teachers. Parents are encouraged to spend as much time as
they can in the nurseries. We see some parents daily—some seek us out for counsel-
ing, advice and help. Others may only spend time with their child’s therapists. We
serve many families who speak onl Spanish and who may be recent immigrants;
our special education consultant is both disabled herself (biind) and Spanish speak-
ing.

Our funding comes from several sources. The children without special needs are
funded through the Child Development Division of the California State Department
of Education. Services for children who have diagnoses of developmental de, ay, cere-
bral ﬁsﬂ or a neurological disorder are purchased by our local Regional Center.
We al ave a grant from a yi)rivate foundation to serve 7 children with medical
disabilities, many of whom would not qualify for services from any other source. We

rovide medical monitoring, liaison with the medical community, assistance to femi-
ies in dealing with confueing medica. information and difficult medical issues and
we administer some medical treatments,

The obvious conclusion to this Presentation is that more programs of this type
and scope sre needed to serve this very needy population.

STATEMENT OF FLORENE M. POYADUE, PARENT AND EXECU-
TIVE DIRECTOR, PARENTS HELPING PARENTS, INC.,, SAN JOSE,
CA

Ms. Povapuk. Yes. Thank you.

Thank you for inviting me. As Minnie Pearl would say, I am
pleased to be here.

I would like to address several issues regarding parents, needs,
and I will center my comments around behaviors and attitudes
that start at the very beginning, in the hospital setting, for these
families. And, also I would like to describe to you our unique and
inexpensive programs that I think conld be an answer, at least a
large part of an answer, for some of the problems that we are talk-
ing about here today.
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As executive director of a mutual self-help pa:ent support group,
I listen to many parents of disabled, chronic, or terminally ill chil-
dren. I have concluded that the issues for the 1980’s center &round
three main areas, ESP,~education, support, and professionals.

Taking these three in reverse order, because I do want to go all
the way back to the hospital setting when the baby is born. Let me
start with professional issues.

Trying to coordinate your child’s care, and sometimes just en-
countering some professionals changes the challenging drama of
raising a child with a handicap into a frustrating, agonizing night-
mare. It takes some families months to recover from the negative
attitude and approach with which some doctors disclose the diagno-
sis to new parents.

For instance, approximately 25 percent of physicians still recom-
mend immediate institutionalization, although that has long since
been proven not to be the method of choice.

Many are not aware of resources, services, and agencies to which
they can and should refer families. When my child was born, they
told me to take him home and love him. Thank God, I ran into a
parent who said, “Florene, there is more to do than that. Let us get
this kid into a program.”

Professionals will often not tell you the ranges of the child’s po-
tential, but concentrate on the lowest possible range that the
child’s ability might meet. Many professionals will not listen to
parents’ concerns, acting as if the mom’s brain exited the uterus
with the baby.

Too many are hesitant, or are not willing to call in peer or
parent support groups. They fail to use a comprehensive team ap-
proach and that has been mentioned here earlier. The linkages of
the health care system and the educational system, the physicians
and nurses and social workers in the hospital must begin to work
with the school districts.

The day before yesterday, our parent support group put on a hoe-
pitalization and discharge planning symposium. It was the first
countywide symposium on this issue. It is going to be the first of an
annual symposium on the needs of special needs kids in Santa
Clara Ceunty. We got all of these different groups together to work
on this issue. There were doctors, nurses, social workers, principals,
teachers, et cetera, and it was a parent support group that accom-
plished this.

We had a very exciting day from 8:30 in the " norning till 5 in the
evening. I was very pieased that one physician came up to me, very
emotional, and said “I learned something. I came here. I thought I
would just share, but I learned something, and I also had tears in
my eyes twice;” and where do you get your funding? I said, “We do
fund raisers. We are putting on one June 23.”” He said send me 50
tickets. I will sell them. So, not only did he get educated, but he got
involved.

Resides the failure of many professionals to use the comprehen-
sive team approach, there is a tremendous stress on these families
from the many vrofessionals who suddenly impact on them, and no
one of these professionals totaliy coordinates the child’s case.
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Parents must become the child’s case manager; making all final
decisions. Who helps the parents with ‘hat? The parents are will-
ing to do that, but we do need a resource and some help.

Many professionals fail to realize that taking care of a handi-
capped or chronically ill child means taking care of a family, not
just that child. Therz is a failure to use the coliaborative shared
management aporoach that is mandated in Public Law 94-142, The
parents are to be included ard too often we find ourselves fighting
for that inclusion. We talked ¢ little bit earlier about having attor-
neys at meetings and parents trying to get a proper IEP process,
and it seems to me the system is spending more money fighting the
parents instead of giving them the rights they need. Then, we
would not have to pay attorneys.

Sometimes, what they are calling an attorney in for is probably a

5 program cost. Instead of getting the child the program, they
would rather fight the parents, and cause frustration. That is
where a lot of the problem lies.

SUPPORT ISSUES

As far as support is concerned, parents need financial assistance.
As has been said previously, government agencies are willing vo
spend $1,000 a day while a child is in an institution, with three
shifts of nurses taking care of the child. Then the child is dis-
charged home to one mom to do the same job 24 hours a day, 7
days a week.

Surely, a government agency that is caring enough to intervene
at the tinie of birth, to ensure each child’s right to life and proper
care, does not intend to abandon that same child because he ex-
changed his hcspital bed for a home bed.

Asking parents to sell their home and possessions until they
bec}::me welfare patrons before offerir.z help does not help the child
either.

Parents need peer support. I cannot say that often enough. We
have talked about many professionals who impact a family, and
help. We do need that professional care. But, we also need each
other. Parents need contact and information from other experi-
enced parents.

I asked all of the agencies at the symposium the other day to
please begin to include parents on their planning committees in
hospitals and in other organizations. They are overlooking a vast
wealth of information, experience, and knowledge when they do
not include experienced parents.

A little example. An 11-year-old boy had .. skateboarding acci-
dent. He is now multiply handicapped, and was about to be d:s-
charged from the hospital. The nurses, first of all, were vary upset
because the mom was in denial. She would not accept the fact that
this child was in a coma, was not going to do better, and they said,
Florene, what are we going to do with her. I said, well, right away,
you are not going to try to chenge her attitude. She is where she
should be, in denial. When your kid is skateboarding one minute,
you cannot accept the fact the next minute, the next 6 weeks or
the next 6 months, that he is not going to be doing anything but

ERIC 63

IToxt Provided by ERI




58

sitting there in a coma the rest of his life. Nature protects us by
providing “denial” in the grief cycle.

Thank God, the mom persisted. And, thank God, they had the
(glood sense to call Parents Helping Parents, and ask what can be

one. We sent over an experienced parent who had taken care of
such a child in his home. He talked with the new parent. The hos-
pital allowed that %xlrerienced parent to also sit in on the discharge
planning for the child. They said that the experienced parent was
the most valuable person on that discharge glanm team. The
child is out of a coma now, and beginning to do well. t parent
needed support from another parent; someone to say that it is OK
to hang in there, even if “they” say your kid is not going to make
it. Sometimes, “they” are wrong.

There are ];arent support groups in many communities. The
problem here lies in getting professionals to understand the bene-
fits of self-help or mutual help thoroughly enough so that they
become committed to taking the responsibility to see that their pa-
tients or clients have access to this vital therapeutic mode.

Handing a flyer or a brochure to devastated parents; or worse,
just posting one in the lobby, is not commitment enough. As a
nurse, they nor I, and I am a nurse, would ever, dream of handing a
post-op patient a flyer on the benefits of coughing. We would insist
that they do it, and we would call in experts, respiratory thera-
pists, if we did not have time to do it.

The experts on recovering from the shock of the news and the
experts on rearing a child with handicaps or illnesses are experi-
enced parents. They should be called in.

Through contact with other parents, the familg’s isolation is
broken, thus preventing child abuse and many of the other things
that have been talked about here today. Parents are helped to
maintain some similance of balar e and sanity for themselves. But
most importantly, the child is gi' :n the greatest chance for reach-
ing her or his fullest potential.

A helped parent is truly a helped child. If Easter Seals gives a
child a brace and mom and dad are too depressed to put it on, what
good is that brace?

Parents Helping Parents gives to special needs kids the one thing
they need most; we give them special parents. Special Egsents are
not people who are rospped from heaven, or made by and all
these different things. ial parents are knowledgeable about the
laws protecting their child. People who are well informed about
their childs disability and ability. Parents who are assertive. Par-
ents who are directed. Parents who are involved in child’s care.
Parents who are caring and competent, and advocating for their
child’s rights.

Our organization, Parents Helping Parents, tends to make that
kind of a parent of a new parent when they come to us. We have a
poignant, touching letter from a mom who wrote to PHP.

She said “PHP, thanks to your help and support, we brought Ve-
ronica home.” She had been in an institution since birth.

We did not offer her any money, we just offered her enough sup-
nort so that she felt she couid bring the child home.

Fducational issues. Last but not least. The issues around obtain-
ing a free, appropriate and in the least restrictive environment
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education promised by Public Law 94-142 often becomes a constant 5
war between parents and educational systems. -

On the one side, the school staff is engaged in protecting their
budgets, changing criteria for eligibility, and quoting quotas; while
the parent is, first of all, getting over the trauma of their dashed
expectations that the school would be working with them, helping
them to get the best program for their child, instead of worki
against them.

An example, not more than 10 percent of student populations
can be considered special needs. If so, we up the criteria. If you
have more than 10 percent students, you have to up the criteria so
that only 10 percent will fall in that range.

A child, at this time, because we have kept upping the criteria,
must now show a 50-percent deficit before adapteg physical educa-
tion is begun. That means an 8-year-old must be functioning like a
4-year-old before he can get help.

By the time we intervene, remediation takes twice as long or has
much less of a chance of helping and cost is probably doubled.

Other problems include: (a) parents cannot get the program the
child needs. (b) There is an inapfaropriate mix of ages in the class-
room—b-year-olds with 12-year-olds. (c) The program plan for an 8-
to-1 pupil/teacher ratio, when visited there were 16 handicapped
kids to 1 teacher. (d) Kids being punished for synéptoms. Example:

A mother was told if her child with Tourette's yndrome, as you
know, those kids will often jerk themselves or yell out. ey
cannot control it. And, the mother was told that if her child &elled
out 1n class one more time, she would be punished for that. So, the
kid is going to be punished for a symptom that she cannot control.

(e) Learning disabled children—We have not touched on that
very much today. " his is a large, lar%? up. We just started a di-
vision in our organization called P.O. .]§T&’arents of Learning Dis-
abled Children]. We had 20 parents 1 month, and in 2 months, we
had 132, and we did not even advertise in the newspaper.

Learning disabled children and their problems are misunder-
stood, mislabeled, and they are misplaced. Parents must often con-
vince the schools that something is wrong with their child, and
that he does need assistance. (f) The IEP process, I will not go into
it very much because many problems surround it and have been
touched on by others here. Placements or assignments being made
before assessment is done. I do not know how that can be, but par-
ents complain about tkis.

Plans are completed before getting the parents’ input is another
problem in this area. They are not clearly written. A lot of educa-
tional jargon might be used that parents do not understand. Par-
ents are intimidated, rather than consulted and trusted and re-
spected. Sometimes they are written and not done. Just to name a
few things, that I hear parents complaining about. .

I see a parent support organization as one of the vital missing
links that can be used to bridge the gap in solving many of these
issues. Parent support groups need assistance to develop financial
and technical assistance,

Thank God, we are now beginning to get some financial assist-
ance from the Federal Government and through the TAPP Prn-
gram, Technical Assistance to Parent Program. We are getting
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s?_me technical assistance. That is a beginning, and we need more
of it.

We perform an invaluable unique service. Our organization, Par-
ents Helping Parents, to just tell you about a few of the things that
we do: We have a Visiting Parent Program, where we match up an
old parent with a new parent who has a child with the same dis-
ability; one who can speak their language, et cetera.

That old parent becomes a friend; breaks the isclation, gives the
new l%arents emotional support and direction; and will help with
the IEP. Scmetimes we even have the old, or I should not say
“old,” people do not like that, the exgerienced parent, don a suit,
take a briefcase, and go along with the new parent to the school.
Perhaps the IEP team thinks this is an attorney, but is not, it is a

parent. It is very effective, the new parent feels supported, and the .

school district is just a little less intimidating.

Family Rap or Guidance Sessions, which we call [FROGS]. Some-
times handicapped people are kind of looked at as ugly, but if you
really get to know them, they are like that frog, they are a beauti-
ful prince once you get to know them.

In the FROG sessions, we have counselling by peers and educa-
tion by professionals. We have parent training. We train our par-
ents in peer counselling skills so that we can give them assertive-
ness ekills, communication gkills, at the same time, we are prepar-
ing them to help each other.

We have information packets on disabilities in layman’s lan-
guage so they can understand 1t; also, AWS services, rights infor-
mation. Our package started out being this thin, it is now this
thick. We alsn put information in those packets about normal ser-
enting so that the parents know they have a kid who is a child as
well as a child with a handicap. L

We have a quarterly newsletter full of education and inspiration
and legislation. We have public and professional training, and that
is one area that I feel is often remiss. We often talk about training

rents. Professionals need training also. Like doctors need train-
ing in better ways of telling the parents about the diagnosis. They
need training in what resources and things are in a community.

Parents_Helping Parents has developed a pro%am called Better
Ways for Physicians, and we do go in and train. We have also writ-
ten it up in a training manual so that it can be replicated around
the qountg;,oand { am pleased to say that people are writing for it,
and it is in four foreign countries, Israel, Canada, Mexico, and
Australia. They are using our model for training physicians. We
also have a workshop for nurses, and they can get continuing edu-
cation with it. It is called “When Baby Isn’t All Right,” where we
train nurses in better ways.

We do things with educators. So, at our parent sui;;]ort oup, we
are doinf a lot of thinﬁ with and for parents, but half of our pro-
gram is for professionals.

Chairman MiLLER. ] am going to have to ask you to conclude the
list. We are——

Ms. Povapuk. OK. Riﬁht. Will do. Real fast.

Siblings of disabled chldren need help, and we are planning pro-
grams for the siblings. Siblings, I think, are the gifts of handi-
capped children to the world. en you heard Ann talk about her
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daughter this morning, and some of you probably felt that that was
a lot for a fourth grader to do. Siblings of handicapped kids are
more mature than their peers; more tolerant of differences and a
lot of other things.

So, siblings are a great asset that handicapped kids give to us.
We are helping siblings with this program. We have a gift to new-
born, to say that is a human being you have there. We do this to
foster acceptance Ly the parents. We have school outreach pro-
grams, where we help a child with epilepsy to go in and talk to the
class, to sensitize the other children to her needs and how they can
help her and what it is all about.

e need funds like everybody else, but to give us $150,000 to run
our group is very cost effective, because if we help two families to
keep their children out of institutions for just 1 year each, that
would more than take care of the $150,000 that it takes to run our
budget. It costs $60,000 to institutionalize one autistic child for just

1 year.

’l'iight now, we have no help from anyone except the corporations
and foundations in Santa Clara County, and the parents that sup-
port us.

Thank you.

{Prepared statement of Florene Poyadue follows:]

PREPARED STATEMENT OF FLORENE M. Povapue, RN MA (ParenT) Executive
R, PARENTS HELPING PARENTS, INC.

As Executive Director of a mutual, self-help n support group, I listen to
many parents of disabled, chronic or terminally ill children. I have concludeq that
their issues for the 80's center around three (8) main areas—ESP~Education, Sup-
port, and Frofesionals.

Taking these three in reverse order—Professional issues. Trying to coordinate
child’s care and sometimes, just encountering some professionals changes the chal-
lenging drama of raising a child with a handicap into a frustrating, agonizing night-
mare.

It takes some families months to recover from the negative attitude and approach
with which some doctors disclose the diagnosis to new parents.

25% still recommend immediate institutionalization, although that has long since
been proven not be the method of choice.

y are not aware of resources, services and agencies to which they can and
should refer families.
es of child’s potential abilities are not. discussed, most often only the lowest
e 18 focused on.
y won't listen t&garents concerns—acting as if mom’s brain exited her uterus
with the birth of the baby.

Hesitant or not willing to call in peer, parent support group.

Failure to use comprehensive team approach—There is a tremendous stress from
the many professio who suddenly impact one family; no one of these profession-
als actually coordinates child’s case—Parents must become the chiid’s case manag-
er, making all final decisions.

Failure to realize that taking care of a handicapped or chronically ill child means

ing care of a whole family.

Failure to use collaborative, shared-management approach with parents.

Su gort—Parents need financial assistance. Gov.rnment agencies are willing to

7 $100/day for Intensive Care Nursery bill, wi:h three nurses changing shifts.

ut, the child is discharged home to one mom to do the same job 24 hours a day, 7
days a week. Surely a government that is caring enough to intervene at the time of
birth to assure each child’s right to life and proper care, does not intend to abandon
that same child because he or she exchanged the hospital bed for one in the home.

king parents to sell their homes, etc. and become welfare patrons bcfore helping
does not help the child.

Parents need peer support, contact with and information from other experi-
enced parents. There are parent support groups in many communities. The problem
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here lies in getting professicnals to understard the benefits of sif-help or mutual
help thoroughly enough so that they become committed (emotionaly and intellectu-
ally bound to act) to taking the responsibility to see that their patients or clients
have access to this vital therapeutic mode.

Handing a flyer or brochure to devastated parents (or worse, just one in
the lobby) is not commitment enough. As a nuree, they, nor I would ever
handing a post-op patient a flyer on the benefits of coughing. We'd insist that they
do it, or we would call ir: experts, Respiratory Tberagisu. The experts on recovering
frora the shock, of the news and on rearing #  ild with handicaps or iliness are
other, experienced parents,

Through contzct with other parents, not only is isolation broken, and parents are
helped to maintain some semblance of balance and sanity for themselves, but the
child is given the grestoet chance for mchinge};:: or his fullest fowntial A helped
parent truly equais a help child. If Easter gives the child a brace and mom
and dﬁdlare wg depremsec . pn:l’i:cc::l. zllzf food does it do? W‘vl%enﬁuked sp:g:: ik’:z
ents Helping Parents gives wo ial ki i reply, “We give i
what they need most—special parents (knowle%geab e, w:ﬁ-informed, amertive, di-
rected, involved, caring, competent parents).

We have a poignant, touchu* letter from & mom who wrote “TdP, thanks to your
hell&and support, we brought Veronica home!” (in institutio~ since birth).

1 ation issues.—Last, not least, the issues around obtaining that free, a proﬁ
ate, the least restrictive environment education promised by PL 94-142 oli’hn
comes a constant or intermittent le, a war parents and the educs-
tional system. On the one side, the school staff is eﬁllged in pmﬂw budget,
changing criteria for eligibility, quoting quotas, while the parent is of all
ting over the trauma of their da;i\ed expectations that the school would be
with them, helping them to get the best program for that child, :

Example: Not more than 10% of student population can be considered special
needs, if so, up the criteria. Now, a child must show a 50% deficit before Adaptiva
Physical Education i3 k>gun. This means an 8 year old must be functio likea 4
f'ear old. By the time we intervene, remediation takes twice as long as or h1s much

ess of a chance of helping, and coet is probably doubled.

Other problems include:

—Parents can't get program child needs,

—Inappropriate age mix in classes (6 and 12 years old),

—Program planned for 8 to 1 pupil-teacher ratio, now has 16-1, nad

—Kids being punished for symptoms .

—Learning Disabled children and their problems are misunderstood, mislabeled

aud misplaced. Parents 1 _st often convince school that “something is wrong”.

—IEP (Individual Education Plans) Many problems surround it: placement as- .

s

signed before assessment done; plan completed before mee and parent's
input; not clearly written; educational jargon used that parent’s don’t under-
stand: parents intimidated rather than consulted and trusted and respected;
written, not done.

I see nt support organizations es the vital missing link that can be used tn
bridge the gap in solving many of these issues. Parent %t;pport groupe need assist-
ance to develop and financial assistance to stay afloat. We perform an invaluable,
unique service.

_ Our organization Parents Helping Parents, Inc. tries to address the aformentioned
issues by offering the following proqrams;

—Visiting Parents.—Matc old and new parents. This offers emotional sup-

rt, information, direction, help with IEP.

—Family RaYBor Guidance Sessions (Frogs).—Counseling by peers; education by

mfmi‘%‘?ﬁ 1 1 kills, I&R

—Parent Training.—In peer counseling skills, usage; etc.

—Informaticn Packets.—On disability, services, rights, etc.

—Newgletter.--Quarterly education and inspiration.

—Public and Frefozeisnal Training.—Workshops and Symposiums for doctors,
nurses, social workers and other professionals.

—Helping Professional Students Practicum.

—Siblings of Disabled Children.—Fu:, Days and Diaries.

—Booklets and 'I‘raininilManuals.—(Communicating with Disabled and families;
How to Start a Self Help Group; How to conduct professionals’ training ses-
sions; Peer Counsel-training manual.)

—Gift to Newborn Pr%gram.—Welcome to the human family.

—School Outreach. —Educate and sensitization of classmates; help special needs
student self-disclose disability.
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We need funds to start classes for parents in IFP, PL94-142; and to train parents
a8 case managers.

Chairman. MiLLER. Thank you. Thank you very much.

Ms. Povapug. While I am passing this, I'll share with you a pic-
ture that shows the difference in two attitudes. Last year, he had a
teacher that did not believe he could learn, etc. Thie year, and this
is one year later, he has a teacher who does believe he can learn.
You would not think it is the same kid. That is my little boy, Dean
Archibald Poyadue. He has Down Syndreme. Some people look at
this picture and say “Does he have Down Syndrome?” but when
they look at this picture, they pretty much know he has Down Syn-
drome. If you want to take a look, and I think a lot of that differ-
ence is just an attitude of the professionals dealing with him.

STATEMENT OF MARTHA ZIEGLER, PARENT AND EXECUTIVE DI-
RECTOR, FEDERATION FOR CHILDREN WITH SPECIAL NEEDS,
BOSTON, MA

Ms. ZiEGLER. It takes years of assertiveness training to be able to
be lost cn this panel today.

First of all, I do want to say it is a privilege for me to be appear-
ing befere this committee, whose reputation as an advocate on
behalf of families and youth is well known on the east coast as well
as California, and everywhere in between.

It is a privilege to be a participant in this panel of very moving
and expert witnesses today, and, finally, it is also a privilege for me
to be delivering testimony prepared by my collesgue, Betsy Ander-
son, who, like Florene, is one of the leading parent advocates in
this Nation, in the area of health issues for children with disabil-
ities and children who are chronically ill.

Betsy would have been here herself today, but she had to fly
back to Boston last night to attend the funeral of her closest friend,
who was a very well known advocate in the State of Massachusetts.

Betsy herself is director of health services at the Federation for
Children with Special Needs in Massachusetts. She is the parent of
three children, the oldest of whom, her son Michael, is now 20 and
wae born with spina bifida.

Today, I want to describe some of the broad range areas of need for
parents in meeting the health care needs of their children. I also
want to touch on a few of the urgent issues that parents are
experiencing and, finally, I want to tel you briefly about some of the
activities and approaches that are being initiated in this area. I will
not talk in detail about the final area because we have enclosed
packets with sample material for the committee. 00

First, broadly, the expectations for children with disabling condi-
tions have changed dramatically in recent years, and as a conse-
quence of those changes in expectations, families need to be pre-
pared for very different roles.

At the time Betsy’s son Michael was born, the recommendation
for withholding treatment was a common one. Early death was an-
ticipated for babies born with spina bifida or several other disabil-
ities. Ard, at best, his life was expected to be that of a severely
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compromised person, who would, of course, live in some kind of in-
stitution.

Expectations have changed so dramatically that, today, even
those children with substantial disabilities, will live lives very simi-
lar to those of their nondisabled siblings and peers. Michae!l is a
college student, living in his own apartment, up the freeway here—I
forget which town in California, driving a car—essentially he is,
managing his own life. )

He had his first experience admitting himself to the hospital on
his own 2 weeks ago. Yesterday, Betsy and I urged him to come de-
liver this testimony. He should be here instead of me, but he re-
sponded, “Is it not enough that I pick up my mother at the airport
and drive her around? Do I have to do her work, too?” .

Parents typically begin with very little knowledge of their child’s
disability or of the treatment or procedures being recommended.
Yet, today, they usually become the primary care givers and deci-
sionmakers. Families spend more tinie than anyone else with their
children. They provide the usual day-to-day care, which, for chil-
illrex:i lwith medical complications, ma)lrliﬁclude giving medications,

endling seizures, giving injections, changing dressings, giving oc-
cupational and physical therapy, monitoring sophisticated special
equipment, and many other tasks associated with the particular
child’s needs.

The decisions parents must make are necessarily wide- i
snd they must assume active roles in the many settings in wﬂ'cg
their child receives services. These include hospitals, clinics,
schools, recreational settings, home. Furthermore, these services are
provided by a wide variety of professional persons: nurses, doctors,
therapists, school personnel, recreational specialists, for just some
examples.

Parents are the link among all these specialists, and the only
people who see the child in all these settings. And, over time, the
parent must be prepared to provide the overall management t¢ co-
ordinate the effort of these many specialists and the needs of the
child within the context of the family.

The coordination that all of these activities requires is immense,
and, of course, these tasks must be performed within the context of
a family, whose other members have varying needs of their own.

Parents, thus, need to be informed, active partners with profes-

sionals, to ensure the best management for the care of their chil-

dren. There is an urgent need for a systera similar to the one that
we have in special education, that would provide parents with the
information, training, guidance, and support that they need to per-
form this crucial role.

If you think about it, hospitals do not have anything even like a
PTA. There is ro structure or systemati. waK for parents to commu-
nicate and exchange information with health care professionals.

Second, the new role just described for families must be carried
out with the understanding and suprort of health professionals.
Collaboration is critical to developing an integrated approach to
children’s care. While a carefully designed structure exists, as I
mentioned, in special education, we do not have that in health care
settings.
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Hospitals tend not to have the same sort of opportunities for dis-
cussion, among parents, patients, and staff, which are common,
even inforzaally, in schools and in social service settings.

d, families struggle with an unwieldy, fragmented health
care delivery system. In order to involve parents in these health
settings as active team members, Preparation is necessary for pro-
fessionals to help them overcome théir customary ways of viewing
parents and children as passive recipients of care.

While many professionals, of course, are receptive, and even en-
courage and initiate such activities, others have not had the neces-
sary training themselves, and, sometimes, they are not aware of
the challenges families face.

These are the two underlying issues which confront our families
with children with s health problems need.

Now, third, I would like to list—just simply list some of the current
pressing issues that such families face, and I will select one of these
to discuss in a little bit of detail.

There are three large areas of need: The first is information.
This includes information about the child’'s disability, related cur-
rent medical issues, new medical information that becomes avail-
able, as time goes on. Information about the child’s medical
records. Information appropriate for the children themselves at
various ages.

Financial information. Information specific to particular hospi-
tals and clinics. Information concerning rights and entitlements.
Parents need information on both short and long-term issues
around their child’s health problems.

The second large area is training. It is very clear that parents
need training to perform this new role as case manager and as col-
laborator with health care professionals.

The third area of need is support. As Florene so eloquently indi-
cated, parents need connections to other families of similar chil-
dren. They need connections to organizations and groups concerned
with problems similar to theirs, and they need to have input into
healtllm) care policies and practices.

The fourth area is communication and collaboration with health
care professionals. Parents need an oppurtunity to participate as
an equal member of the health care team in a way similar to the
equal role that parents play in special education. ey need an un-
derstanding of the needs and views of specific health care providers
and access to information which can provide understanding of the
larger issues faced by health care systems.

There are many immediate and ressing needs for families who
Have children with health care needg and with chronic illnesses and
medical disabilities. But, one of the most pressing is the area of
health insurance, and I would like to go into that one in just a bit
more detail.

Chairman MiLLER. Let me just say that we are going to have to
be out of here at 1 o’clock. So, we want to leave a little bit of tirae

-for questioning.

Ms. Z1EGLER. OK. There is a problem of access. There is often dis-

crimination against disabled people for commercial health insur-

ance. The information about what is covered, and to what extent, is
not readily understandable.
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There is a whole system of exclusions. Qur children have exactly
those illnesses and those disabilities, that require the precise
procedures that are most likely to be excluded in health insurance
plans. Health insurance plans frequently have lifetime limitations.

You may look at a policy that says $250,000 as a lifetime limit; that
mey look ferrific, but if you bave a child requiring surgery every few
months or every few years, that amount can dmatﬁpeag fast. We know
of a family in which the policy will not cover the same procedures
and the same care if it is delivered at home instead of in a hospital.

I just want to make three summary statements as Martha Zie-
gler, and these are that the earlier stories you heard on the earlier
panel are not unique to California. The Supreme Court now is at-
tempting to deal with the zoning problem. If the Clayburgh deci-
gion comes down the wrong way, we will be appealing to you to
enact legislation that will enable 94-142 graduates to remain in the
community.

Finally, two more items. Florene referred to a Federal grant pro-
gram for training parents in many of the areas discussed today. As
one might expect, the administration has suggested a cut in that
program. We will look to you for help in that area.

And, finally, we hope that you will sign on to support the commu-
nity and Family Living Amendments when they are introduced in
the House. That piece of legislation in the new version contains a
long laundry list that would be of great value in solving many of the
problems that you heard today.

Thank you.

[Prepared statement of Betsy Anderson follows:]

FEDERATION POR CHILDREN WITH SPECIAL NEEDS,
Boston, MA, April 19, 1985.
Select Committee on Childen, Youth and Families,
Anahiem, California.

Good mominﬁlMy name is Betsy Anderson and I am the parent of three children.
My oldest son, Michael, who is nearly twenty, was born with multiple, handicapping
conditions which have necessitated continuous involvement with health care sys-
tems and which were the reason I first became involved in the issues I want to
speak to you about today.

I work at the Federation for Children with Special Needs which is a coalition of
parent-run organizations in Massachusetts concerned with a variety of discbling
conditions. Thz Federation also coordinates a national network of 62 parent ceniers
across the United States.

For the past four years, I have directed a project which presents parent perspec-
tives on caring for children with disabilities an chronic illnesses to health profes-
sionals, policy makers, as well as to other parents.

Today I v'ant to describe some of the broad areas of need with some of the impli-
cations for parents. | also want to touch on some of the current, urgent issues to
give you a sense of what parents are experiencing. Finally, I want to tell you briefly
about some of the activities and apﬁroachps being initiated in my area. (If I have
misjudged the time, all of this is in the written material I have given you.)

irst, broadly, the expectations for children with disabling conditions has changed
dramatically and as a consequence, families need to be prepared for very different
roles. At the time my son was born, the recommendation for no treatment was a
common one—early death was anticipated and at best, his life was expected to be
that of a severely compromised individual in an institutional setting.

Now the expectation is that children, even with substantial disabilities, will live
lives very similar to those of their nondisabled siblings and peers. Michael is a stu-
dent, living ‘n his own apartment, driving a car . . . essentially mana%ing his own
life. In fact, two weeks ago he had his first experience admitting himself to the hoe-
pital on his own.

72

DTS N W o PN A o e

A

e

. P
I N R I ot



E

67

Parents typically begin with very little knowledge of their child's disability or of
the treatment or procedures being recommended, yet tod? they usually become the
primary care-givers and decision-makers. Families spend more time than anyone
else with their children. They provide the usual day-to-day care, which for children
with speciui needs may include: giving medications, handling seizures, giving injec-
tions, changing dressings, giving occupational and/or physical therapy, monitoring
special equipment and any of the other tasks associated with their own child’s par-
ticular special needs.

The decisions nts must make are necessarily wide-ranging and they must
assume active roles in the settings in which a child receives services. Care
may be given in a number of different settings—hoepital, outpatient clinic, school,
recreational setting or home, and by a wide variety of individuals—nurses, doctors,
therapists, school personnel, recreation specialists and parents. Parents are the link
among all these specialists and the only people who see the child in all theee set-
tings. And over time, the nis must be prepared to provide the overall manage-
ment to coordinate the efforts of these meny specialists and the needs of the child
within the context of the family.

The coordination that all of these activities requires is immense. (And, of course,
these tasks must be performed within the context of a family whose other members
have varying needs of their own!) This nsibility goss well beyond wha, is ex-
pected of even the most dedicated social wor ers, pediatricians or other helpers.

Parents need to be informed, active ers with professionals to insure the best
management for the care of their children and a system is needed to provide infor-
mation, training, guidance and support.

Secondly, the new roles previously described for families must be carried out with
the understanding and support of health professionals. Collaboration and communi-
cation ave critical «w developing an integrated approach to children's care.

ile a carefully designed structure exists within speci education to ensure and
protect the participation of J)arents of handicap, children, no such structure
exists within the medical and health care arena. us, each new parent is left to
search out information, support, and a definition of the parental role.

Hospitals tend not to have the same sort of opportunities for discussion among
parents, pationts and staff which are so common in education and other social serv-
ice settings. This lack means that there is no way for people in d'fferent roles to get
to know each other, no way to know that concerns are shared and no way to discuss
how cooperation toward common goals might Frooeed.

Instead, families struggle with an unwieldy, fragmented health care delivery
system. In order to involve parents in these health settings as active team members,
preparation is necessary for professionals to help them overcome “customary” ways
of viewing parents and childrer, as passive recipients of care. While many are recep-
tive and even encourage and initiate such activities, others have not the neces-
sa'?;ltraining themselves, and sometimes are not aware of the issues families face.

ese are the two underlying issues which affect families of children with special
health needs. The appendix contains listings of more specific need.

APPENDIX

INFORMATION

The following is a listing of some of the kinds of information which families need
access to in order to carry out their roles in an informed way.

A. Child’s disability or diognosis. This is one of the first things parents request
and most say they still do net get enough (or someiimes even any). Needed is easy
access to a variety of levels of information from short overview brochures intended
for parents to current, technical medical material.

B. Related current medical issues as a particuiar child’s situation indicates. For
any child these will vary but some examples might be information on spinal fusions
for a child with spina bifida, articles on seizures for a child with cerebral palsy, etc.

C. New information that becomes available about the disability or new interpreta-
tions of old informatinn (especially important for families of older children).

D. Child’s medical records. Families and older children should be encour, to
read and review the medical records from time to time. While it may be helpful for
staff to be available to respond to questions, such assistance should not be a stipula-
tion for such viewing.

E. Injormation appropriate {zl)lr children. A range of material in va?'ing formats,
with ictures,l diagrams, etc. This is one way tv begin to prepare children for their
own future roles.

Q .
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F. Non-medical resource information. For example, community services, special
education entitlements, day care, respite care, eic., the kinds of information that
would give people important links to the larger world.

G. Financial information. (Before an actual need arises) hospital/physician bill-
ing—costs and procedures, understanding of insurance coverage, public assistance,
Hill-Burton and any other sources of funds.

H. Information specific to the hospital:

1. Hospital structure and functioning information that would help families under-
stand the organization and the ways they can proceed.

2. Hospital policies, particularly those that affect families.

1. Information concerning rights and entitlements in health care.

J. Finally, parents need information on both short and long term issues. Short
term issues should reflect situations as parents and children will be likely to experi-
ence them. Material written by other parents is particularly important.

TRAINING

A related and increasingly important area is that of training. Parents are most
often the people who carry out day to day care at home, supervise other caregivers,
and help children who are learning to manage their own care.

Needed

A. Preparation and instruction to meet our children’s particular needs. In many
cases this is appropriately “individualized” and “on-the-job” but in other cases this
could occur prior to the child’s actual needs. This might happen as children are
being seen on an out-patient basis or as part of in-patient care. (Since discharge
occurs 30 quickly now it woxld in fact be helpful if anticipated needs could be pre-
wared fir ahead of time.) Each condition or situation has its own special procedures
but exumples might be: cast care, lifting and turning, suctioning, giving injections,
to name a few. Much training material, a. “eady available for other health profes-
sionals, could be utilized with appropriat® ptations, Families also need the
chance to practice these skills, whether with their own children or in other ways.

B. Families also need to develop skills that are more general in nature in such
¢ .cas as decision-making, planning, management, supervision and advocacy.

C. Information about instructional programs being offered within hospital or
health setting—courses, conferences, etc. There also should be provision for parents
and older children to attend seminars, in-service trainings, etc. being sponsored by
the health center. (Since space and cost are cfien eal considerations, a certain
number of slots for consumers could be rererved.)

D. It is also important for parents, children, and adults with disabilities to present
information and perspectives to health care staff on a regular basis.

SUPPORY

Families need to be able to mobilize their already existing support systems of ex-
tended tamily and freinds and in addition, most will want the special support which
can be offered by other parents who have had similar experiences.

A. Connections to other individual families whose children have the same or simi-
lar disabilities.

B. Connections to organizations and groups concerned with their own child’s dis-
ability or problem (national if not local).

C. Health care policies and practices which encourage the presence and active
participation of farailies in the care of their children. Policies should include grand-
parents, siblings, friends and others important tv the child and family.

COMMUNICATION AND COLLABORATION

Families need opportunities for discussion and collaboration with professionals.
These should be available on both an individual level as well as on system and
policy-making levels.

A. The opportunity to participate as an equal member of the health care team,
similar to that provided under P.L. 94-142, with the chance to present observations,
opinions, hopes, wishes, and the chance to hear the same from others. The same op-
portunity is needed for older children.

B. An understanding of the needs and views of specific health care providers—and
the chance to work with them to develop solutions.
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C. Access to information which can provide understanding of the larger issues .
faced by health care systems and the opportunity to contribute whether in terms of *}:
money, time, effort, ideas, etc.

ExmorCunnmrIssumAnmoanm

1. While most children with handicappixag conditions have received clear benefits
from P.L. 94-142, the same cannot be said for children with chronic illnesses. Al-
though the language in the definitions a pears to include them, the reality is that
in most achool systems children with juvenile rheumatoid arthritis, cystic
fibrosis, and other health impairments are inad uately served. Families and health
providers across the country are beginning to for services to meet the needs of
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this Rpulation of children.
2. There are major issues occurring in the area of homecare for children with seri- ¥
ous medical need, for example, mchxlpgren who depend upon either ial equipment

or specially trained caregivers, (children on ventilators, on home IV or parenteral
nutrition syst)ems, those on home kidney dialysis and those with t-acheostomies and
gastrostomies),

Mangofamilies are learning the necessary skills in order to take their children
home from hospitals. Among the issues: discharge plarning, including training and
Preparation for families; funding mechanisms to support children at home; adequate
Preparation and availebility of community support personnel, especially nurses,

Health insurance

3. The first problem, one you are probably familiar with, is access. Although it is
popular for health insurance companies to use the term “cafeteria style” to describe
the available packages, individua! families have no such choice. We are bound pri-
marily by the plan selected by our employer—if we are lucky enough to have one.

In addition, the information about what is covered, and to what extent, is not
readily understandable by even reasonably curious individuals. Of course, the fact
is, most people sign up for coverage without any knowledge that they may have spe-
cial n to use it later on and in any case would probably wish to avoid serious
consideration of future digability.

Second, exclusions. Cur chilgren have exactly the illnesses and disabilities and
are likely to require the procedures most apt to be excluded.

Thirdly, related to the previous issue of homecare, families who sincerely want to

1
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to find that a) their insurance policy contnins no provisions for homecare coverage,
even though they may be fully covered while in the hospital, and b) that even when
medical staff present diagnostic and prognostic reports and detailed plans for home-
care requirements, many companies refuse to specify what they will cover—and to
indeed n;i?llow after the fact. The stress on families that this causes is really un-
conscionable.

Fourth, while many groups, not the least of which is the govemment, study wa
to shorten expensive hospital stays and the possible applicability of DRG's for i-

atrics, some insurance companies are already deciding the number of days they will
paf( for coverage for certain procedures. This has been do» 2 with no notification to
policyholders and without advice or input from organized n:. *ical groups.

Chairman MiLLER. Thank you very much.

Congressman Lehman?

Mr. LEHMAN. Just a question. Ms. Poyadue, I mentioned the hos-
pice program for the elgerly. You mentioned about terminally ill as
well as the handicapped. T do know that disabled children are
sometimes also terminally ill. There are hospice programs for ter-
minally ill children as well as those for the e’l’derl terminally ill. I
would like for you to provide that for me, especially if you know of
any in and around Washington or in and aroum{ South Florida,
where I can visit.

And, I just want to mention, there is a book out just within the
last few years, I have not read it, written by a person named Stan-
ley Elkins, a well known writer. I do not know the name of the
book. It is one of the books that is what you call nonfiction novels,
which is half-true and half-novel, but it is a story about a man that
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lives in the United States and takes 12 terminally ill children to
Disneyland, right where we are now. He describes the experiences
and the wisdom he got from these children and the conditions that
they had. I am trying to get the book. If I do find it, I will try to
share it with some of you, probably.

Thank you.

Chairman MiriLer. Congressman Evans?

Mr. Evans. Mr. Chairman, just a quick question or two.

I take it that the Federation for Children with Special Needs
Program is a State program.

Ms. ZIEGLER. It is a statewide program, but we also have a con-
tract with the Federal Government to deliver technical assistance
to similar coalitions of parents acroes the country. That is called
the TAPP project.

Mr. Evans. All right. And, I know Trudy and Florene are also
trying to do things in that regard.

Now, what is the response of the medical society and the AMA’s
as a nationwide organization?

Ms. ZieGLER. We have some proposals pending that we hope will
enable us to impact at the national level. However, Betsy Ander-
son, and some of our colleagues in Boston have facilitated inclusion of
parents on some advisory committees in hospitals in the Boston
area. I do not mean to say that this is unique to Boston, but this is
what I know about.

For instance, when Boston Children’s Hospital decided to expand
their physical plant, they included parents on the planning com-
mittee and parents had input and changes were made in the design
of the new addition to meet the needs of families.

That is one little example.

Ms. Povapuk. Could I give another one?

Mr. Evans. Sure.

Ms. Povapuk. Another little example is that I had a call from
Stanford University Hospital just yesterday, after some of their
members attended our symposium, and they are planning a new
children’s hospital there, and want me to act as a consultant to
form a parent advisory board for the new hospital. Parents and
professionals working together can chenge things; parent support
groups can make that link between parents and professionals.

Mr. Evans. All right.

Ms. ZiecLER. Betsy also has a team of parents and professionals
who actually give seminars in medical school settings in the Boston
area.

Ms. Latzro. We found it was difficult to reach doctors, that they
did not recognize, th(:,iy had a lot of resistance about even deali
with the problem, and the only way we did that is through act
in-services at their own hospitals. We did that with a local Kaiser
Hospital in San Frarcisco, and whereas we have not gotten one re-
ferral in ihc previous 3 years, we now have a very gond relation-
?hip ;vith those doctors at Kaiser, and we have been receiving re-

errals,

So, that is one way that people really have to know that they can
deal with it by flyers or tclephone calls or even—TI do not even
think that they would deal with it through the AMA. They have to
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deal very personally with these doctors, so they can see their own
paltviients being asl . X

r. Evans. Well, my questien is, though, what is happening in
San Francisco, Florene, I do not——

Ms. Povapuk. San Jose.

Mr. Evans. San Jose, and in Boston. Does it nappen in Rock
Island, IL, or——

Ms. ZiegLer. We are trying.

Mr. Evans. I am sure there are professionals here also that are
trying to do it in their own locality, and it is probably an agenda
item of the Council for Exceptional Children, but does the give
this the same level of attention? That is one of our big concerns.
How do we get them involved at a national level, so that it is not a
piecemeal local concern done on a local basis.

Ms. ZieGLER. What nts have done fur years in education and
every other area, you know, we circle the wagons. We come in from
every direction. One of the things that Betsy succeeded in accom-
plishing this spring was cooperating with the regional office of Ma-
ternal and Child Health in the New England region, and sponsor-
ing a day-long conference for parents and professionals who are
dealing with families of children who are on ventilators or respira.
tors. You are probably familiar with the &roblems with Medicaid
and a whole lot of things that interfere wi getting those children
out of hospitals and into their homes and develogin% uality care
;lm;lluﬁ the hom?; that ai::nfeulan&en:as attended by, l;%epl.i;(ahve, 140

ealth care professionals, including pedia tricians, orthopedic spe-
cialists, nurses, social workers, from throughout the New England
region.

It was a very important first step. It was cosponsored by the fed-
eration, which is a parent organization, and the regional office of
maternal and child health. That is another way of——

Ms. Poyapue. I would like to add that California is holding its
first parent profetsional collaboration conference May 8, 9, and 10
and we have included the health professionals in that.

Mr. Evans. Thank you, Mr. Chairman.

Chairman MiLLer. Thank you.

Steve, how many attendants have you had?

Mr. Brees I have no idea. Literally. I—let me see. I have lived
independently since 1972. It is now 1985. I—my guesstimate would
be somewhere between 30 and 490.

Chairman MILLER. And, that is not unusual?

Mr. Brees. That is not unusual. Sometimes people will work with
me for 3 or 4 months only. But, what often happens is that, you
know, I will put an ad in the paper and the nonprofessional person
will want to work for a week and then leave.

Chairman MiLcEr. That is the biggest barrier to stable care?

Mr. Bregs. To what?

Chairman MiLLER. To stable attendant care. Can you achieve it?

Mr. Brees. The biggest barrier for me. Well, for me, personally, I
have experience training people. So, training is not the problem for
me, the problem for me is money.

Chairman MiLLER. Money?

Mr. Brees. The problem for me is—again, to make enough work-
* ig in order to pay people to get me to work. .

Chairman MILLER. I want to .hank all the members of this panel.
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In my 10 years, these two panels have delivered and described
about as good a cross section of the problems that families encoun-
ter that I can recall. I think that it provides a wonderful opportuni-
ty to start thinking about how we go the rest of the way after 94~
142, now that we have extended partial services to families and
families now understand the difference in life with and without
services. We should learn from the man{_‘lcost trade-offs that can be
accomplished, such as in your program, Florene.

I would like to know what percentage of those parents would
have turned to out of home placement for their children had they
not had some kind of support network? That is the kind of evidence
we put together before writing the foster care bill. Maybe ic i8 the
kind of evidence we ought to start thinking about again, so that we
can use resources in the most efficient manner, whether for attend-
ant care or daga;are. We have got to do this kind of analysis with
respect to the handicapped community.

Thank you very much for your time. We have had a great experi-
ence here this morning. I want to thank the Council for Exception-
al Children for helping us. For those of you who stayed the whole
boat, a special than]is.

The record will remain open. I am sure there are some parents
and some educators and professionals and others out here in other
fields who would like to contribute to this body of knowledge.

We would invite you to co so. We will hold the record open until
M% 3, and, again, thank you very much.

ith that, the committee stands adjourned.
[Whereupon, at 1:05 ?.m., the committee was adjourned.]
[Material submitted for inclusion in the record follows:]

PREPARED STATEMENT OF CATHY COOK CHILDERS, PARENT OF A CHILD WITH
DisaBiLITIES, NORTH CAROLINA

I appreciate this opportunity to share information regarding the stresses and chal-
lenges facing parents of children with disabilities.

Prenatal oxygen deprivation resulted in my son’s profound mental retardation,
cerebral palsy, uncontrollable seizure disord’{zr and blindness. Christopher, now
three years old, is a very valued, loved member of our family.

A most difficult experience for parents is receiving the news that their awaited
child has a serious disability. This situation is even more unbearable when presen\-
ed by medical personuel who lack training and sensitivity. While we were fortunate
in having a pediatrician who informed us of Christopher’s disabilities and abilities
in a caring, supportive manner, I have met many parents who were devastated by
this experience.

Medical professionals need a greater awareness of the impact of a child’s disabil-
ity upon the family. A pggram at the University of North Carolina—Chapel Hill
Medical School, coordinated by Claire Larch, requires pediatric residents to have
hands-on experiences with children with disabilities and to role play situations such
as informing parents of their child’s disability. Mandatory training of a comparable
nature for all medical professionals would enable them to better understand parent

eeds.

In addition to the emotional stress, new parents suffer frustration and a feeling of
overwhelming inadequacy due to a lack of vital information. I eought resources and
information from the very beginning, but did not learn of many available services
and orgaaizations until months later. Other parents have related that years
before they received appropriate information or services.

Effective, expedient sharing of information could be improved by the development
of a standard packet, readily available to medical professionals for prompt distribu-
tion to parents. This pack * ehould include fact sheets about specific disabilities,
lists of resource organizations and available services, and simple explanations of the
disebled child’s rights.
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I am personally involved with The . tening Parent Program, a service which
links new parents to experienced and trained parents of children with disabilities in
order to provide emotional support and practical information. New parents quickly
establish rapport with another parent who says “l know what you’re going through”
and means it. Volunteer Listening Parents aiso aid new parents in seeking services
and training opportunities.

Additional support services desperately needed by families of young children with
disabilities include early intervention and respite care programs. An in-home inter-
vention service, initiated when Christopher was two months old, provided therapists
to assess his needs, develop a stimulation and physical therapy program, and train
us to implement the program. The Respite Care Program offered our family relief
from the constant 24-hour a day responsibilities of Christopher’s care. Without the
assistance of respite providers, we would have been unable to leave our home to por-
form even the most basic household errands.

For the past year Christopher has resided at Piedmont Residential Development
Center (PRDC), an intermediate care facility for ten non-ambulatory children with
severe disabilities. Despite our knowledge that this facili could better ide the
close medical supervision and therapeutic services that pher needed, the de-
cision to seek placement was indeed difficult. PRDC is a unique facility offering the
children total community involvement in everything from scouts to church services
to athletic teams, while allowing them to reside within twenty miles of their par-
ents’ homes. Christupher can receive the medical care that his physical disabilities
require, and yet experience as normal a childhood as possible including daily paren-
tal contact.

Community-based residences such as PRDC can in no way be rivaled by larger
institutional settings apart from the child’s family and community. Though our
placement decision was difficult, it can not compare with the agony of parents who
have no residential alternative but the mammoth facility hours away. I strongly
urge your support of the Community and Family Living Amendments which will
enable other children to remain near their parents while receiving needed services
in the most normalized seiting.

As I prepare for Christopher’s immediate future, I face a fight for his basic right
to receive an education in the least restrictive environment. Despite a decade’s ex-
istence of Public Law 94-142 and Secticn 504 of the Rehabilitation Act, our local
school system maintains a totally segregated scheol for children with moderate,
severe or profound mental retardation. All children with disabilities have the right
to an appropriate education with their non-disabled peers and the right to related
services to enable them to benefit from this education, such as physical therapy,
transportation or counseling. Yet parents across the nation face insurmountable ob-
stacles daily in accessing and understanding these rights for their children.

The assurance of these basic rights will only follow government and citizen in-
volvement. Compliance with PL 94-142 and Section 504 must be more strictly moni-
tored and enforced. Parent training regarding these laws and advocacy techniques
enable parents to more effectively seek the maximum educational opportunities.
Also, courts should reinstate school system reimbursement of attoraey fees to par-
ents with meritorious court cases.

In conclusion, I feel that the following can diminish or alleviate much of the
stress faced by families of young children with disabilities:

(1) Improved medical professional training.

(2) Timely availability of information.

(3) Linkage to other parents.

(4) Early intervention services.

(5) Respite Cs.-e.

(6) Community-based residential facilities.

(7) Passage of the Community and Family Living Amendments.

(8) Enforcement of PL 94-142, Section 503 and 504.

I and other parents in North Carolina stand ready to assist your committee in
any manner in achieving our mutual goals.

Again, thank you for allowing me the opportunity to express these concerns and
for your attention to these 1ssues.

Q
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TEAM OF ADVOCATES
ror SeeciaL Kips,
Orange, CA, April 26, 1985,

Congressman GEORGE MILLER,
Select Committee on Children, Youth and Families,
385 House Office Building Annex 2, Washington, DC.

DEAR CONGRESSMAN MiLLER: Thank you for your letter dated Apri! 16th asking
for written comments regarding ‘“Families with Disabled Children.” We are encoun-
tering a drastic decrease in the provision of services to families who are to
keep their children at home. Although facts substantiate this is the most cost
tive method, in reality the service systems which are suppose to be providing sup-
port services to enable this concept, are not providing the needsd support. .

Regional Center of Orange County’s major portion of their budget is spent in the
areas of our home Ylacement and related services. Respite services for in home cli-
ents have been neglected and money has been reduced in this category, in relation
to clients served in home. To my dismay, we encounter this agency’s priority is

viding out of home placement and related services. In home clients are not a priori- '

ty.
California Childrens Services has been reducing the amount and time of physical
and occupational therapy services provided to in home clients for the past several
years. This is placing a tremendous burden on families who are trying to secure
these services privately. Therapy services are now $40/hour in our area.
people cannot afford the premiums on insurance policies for a pre existing di .
ity.

AB 3632 was recently passed in California “mandating” local Mental Health
Agencies to provide necessary ‘ﬁsychol ical services to children in public education
p . This bill algo “mandates” to provide all children with an evaluation
and provision of physical and occupational therapy services. In reality, this bill will
allow for less children to be served. Prior to passage of AB 8632, education was re-
sponsible to vendor out services they did not provide. Each of these agencies have
stated througho it the years, “We do not have necemarzefun ing”.

Please be advised necessary suppo.t services must be provi ed in order for per-
ents to maintain their disabled children at home. The rate of out of home placement
in Orange County has increased drasticalltﬁ (statistics provided by Department of
Developmental Services). I believe this is directly related to the lack of necessary
support services beinf provided by public agencies. I also feel another look should be

en_at the financial responsibility portion of parents for utilization of public agen-
ciﬁd The rearing of a disabled :hilgo is much more costly than that of a normal
child.

Thank you for this opportunity to address this important issue. If { can be of any
further assistance please let me know.

Sincerely,
CATHERINE LAMARCHE, TASK Director.

StrockToN, CA, May 1, 1985.

Hon. GeorGE MILLER,
2422 Rayburn House Office Building,
Washington, DC.

DrAr CONGRESSMAN MILLER: It was a unique and warming exgrience to hear you
address the Council of Exceptional Children plenary session in Anaheim last month.
1 enjoyed hearing a congressman rail for family values and warming to the intellect
to know there are counter forces in this country to the squeeze, cut, and trim men-
tality for all domestic programs as evidenced by the present administration. There
must be a counter force to those who would write blank checks to General Dynam-
ics and General Electric charging for household pets to take airplane jaunts with
their owners.

1 am writing because I hope to have this added as testimony to the Select Commit-
tee on Children, Youth, and Families of the United States House of Representatives.
I bring a unique perspective to your deliberaticns. I am minimally involved with
Cerebral Palsy. 1 worked for ten years at Central Valley Regional Center for the
DeveloBmentally Disabled in Visalia, CA. I am presently a doctoral student in Coun-
seling Psychology at the University of the Pacific in Stockton, CA.

My testimony to you comes from smeone who has felt the sting of discrimination
at work for not being able to motorically stay on top of paper shuffling responsibil-
ities. I speak to you as somecne with an awkward gait who knows what it is to feel
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the sting of peer rejection, and I know what a patchwork, or mine field of social
agencies exist for frantic parents to keep “special children” at home. This to main-
tain a semblance of mainstreamed activities while input from different professional
groups about your "“special child” has a parent going five different directions at the
same time. | have been a professional giving advice to many sets of distressed par-
ents about not likable alternatives in those circumstances. <

Rather thar continue with these generalties and establishing my credentials,
permit me to get specific about the ‘estimony of many of the individuals making up
the two panels: As a professional, I need to warn you abeut the objectivity of par-
ents’ testimony. My heart and gut rend and wrench for some of the circumstances
of the parents, but depending on the severity of the handicapping condition, many
times agencies serving a spastic, quadri legic, severely retarged child with a heart
anomaly have had no other choice in the community other than state hospitaliza-
tion because of the special care needed by that child.

In Mrs. Beverly Bertaina's cas2, the issue needs to be addressed as to how many
services can exist in Sebastopol, CA, Tie Siding, WY, or in Cooperstown, N.Y. when
a child needs 8o much servicing. Doesn't it make more sense to have small facilities,
(bed capacities of six to ten) in Santa Roea, CA, Laramie, WY, or/and Albany, N.Y.
That way school and support personnel are not tripping over each other making 25
mile, 40 mile, or 100 mile trips to service someone. The parents, school districts, and
other responsible agencies can make accommodations each giving somewhat to meet
the child’s needs.

In terms of Ms. Mary Short's issues, it seems that financial responsibilities of that
absent parent were of a permanent eventuality. Possibly something could be done
with the Internal Revenue Service tax code to permit credits for parents whose chil-
dren need day care, or specialized services. This might at least assuage some of the
sting for Ms. Short.

The testimony of Prof. Ann Turnbull was indicative of the giving or attractiveness
of living in a town of 30,000 like Lawrence, KA, but how do you mandate that in
Chicggo or Atlanta, where the next door neighbor may not care what you do or how
you do it.

I found myself ponderously engaged in the situation of Stephen Brees, where soci-
ety gives mixed messages to the physically handicapped. The overriding one I feel,
have felt, is that handicapped shouid not compete for jobs with “‘able bodied, John
Wayne sterotypes of the human condition.” All apologies to the deceased, but the
appearance of health, stealth, stamina, and youth are very operative in this coun-
try. So, how attractive as a policy maker, do you make it for the Stephen Brees’ of
the country? It is not a rhetorical question. The support systess, financial and emo-
tional, is not in place for him. Do you want it to be? Doez it make sense firancially
for it be in place? Maybe, the thing to do for Stephen is to permit him to struggle
for his place as a professional. If he doesn’t make it economically, he should not be
penalized with his loss of Supplemental Security Income and his Medi-Caid should
cover tl'?r his emotional adventure and cost for putting himself on the line in trying
to work.

Lastly, in speaking to the issues developed by Mrs. Florene Poyadue, I say bravo
for organizing parents in the community, state, and country to address her vested
concern. But, to the extent parents can be objective in speaking to the concerns of
their “special childrer.”, don't necessarily assume all of the heat applied equals
light. The handicapped don’t need false prophets. For those communities who set up
programs for their hardicapped, nrovide them grants and start-up moneys for pro-
grams. But, what will happen to the needs of her constituents when Florene burns
out, retires, or the movement reaches a plateau? When the superstructure of the
organization, set up to take care of the constituency meets the needs of an organiza-
tion, who i8 left to meet the needs of the disenfranchized?

I guess my message is, organizations have a purpose and CEC certainly has pro-
vided noble servii e. How many splinters from parent groups end up speaking to the
needs of the children or do they serve more the needs of the parents?

This has perhaps, become more of a rambling discourse, than a response to the
issues raised by the presented testimony. Nevertheless, I believe it sufficiently fo-
;:‘useql to assist you in deliberations, before writing any bills to eventuate from this

earing.

Thank you for considering this input.

Sincerely yours,
WiLLIAM G. PALMER.

Q
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Garpen Grove, CA, April 23, 1985.
Re: written input for hearings.

Iion. GEORGE MILLER,
Chairman, Select Committee on Children, Youth, and F.amilies, House Office Build-
ing Annex No. 2, Washington, DC.

DEaz Mr. MiLizr: 1 am the parent of two daughters and two sons who range in
age from 27 years to 10 years, our youngest being a son who has severe brain
damage resulting from cytomegalovirus causing profcund mental retardation and
multiple physical dirabilities. Robert is nonverbal, nonambulatory and requires total
care in all areas, including self-help skills.

Robert is small for his chronological age which makes it pssible for us to contin-
ue to care for him in our family home. As he continues to grow and become more
difficult for us to physically handle, it would be beneficial if we could depend on
having available to us, m eaning his father and myself, some in-home support serv-
ices such ag a person who could aseist with some of the lifting at taihtime, and also
give us an occasional break from the bathroom routine as well as the $-times-a-day
feeding responsibility. A person who could come in for, perhaps, four hours a day,
five days a week from 4:00 P.M. to 8:00 P.M. A break from the da;lg home program
of physical therapy would be helpful. This type of assistance, funded by or resources
developed by Regional Certer of Orange County, would make it posigle for Robert
to remain in our home for many more years at much less cost than if we found it
necessary to place him in an alternate living situation.

Respite comes in many forms other than having a person come into a home to
allow the parents to leave the home, or taking the disabled child to a careprovider
for a certain number of hours. Respite could mean having available many facilities
throaghout the County which cculd provide integrated meaningful day care which
would allow both parents to work if so desired.

Respite could mean havin available through the County integrated and appropri-
ate extended day care facilities which, again, would allow some cther parent to
work full time jobs and be taxpayers,

Respite could mean the availability of multi-level social/recreational activity pro-
grams for those persons looking for activities in which to participate in evenings
and/or on week-ends, thus allowing more variety and normalization in the lives of
handicapable persons and als» giving the parents some ‘‘free” time.

There needs to be a variety of options of types of respite available to each family
inasmuch as each family’s needs are individuai, as are the needs of each atypical
person. Because a child does not have severe raedical needs is not to say the stresees
of caring for that child are any less. Disabilities come in many varintions and varie-
ties and 80 the needs of the family for a “break” are myriad, thus making it critical
that there is a great deal of flexibilicy in the types and amounts of “respite” avail-
able in the community.

In some instances, if only a certain amount of respite is to be allowed to a family,
this needs to be of a cumulative nature as some families can readily handle the day-
to-day scheduling of activities a \d care bui do fee] the need for a total break from
the responaibility for several days at a time. In the working world one is given a
vacation from work responsibilities for a number of days in each calendar year to
allow the employee to rest, recuperate and rejuvenate, and the same theory is plau-
sible when considering the ongoing responsibility of parents caring for an atypical
person.

Since caring for a disabled person is a 24-hour a day, 7-day a week commitment, it
is, of necessity, mandatory to build some “for me” time into the person’s life to min-

imize the “burn-out” factor.

As you are well aware, I am sure, the cost of maintaining a special child at home
is about one-sixth the cost of maintaining that same child in a State-operated facili-
ty. The quality of life can, in no way, be as great in a care facility as it is at home
where the daily activities of a family are more normal and there is greater opportu-
nity for neraction with typical peers as well £s persons of varying ages.

Thank you for receiving my input to your Blue Ribbon Committee.

Sincerely,
CaroLyN V. DownEs.
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SERVING ASIAN AND HISPANIC PARENTS:
CALIFORNIA INITIATIVES

Sam chu' Ph.D,

University Affiliated Program
Childarens Hospital of Los Angeles

Paper presented as part of a panel on "Reaching Special Parent
Populations" at the National Conference on Parent/Profess‘onal
Partnerships, Washington, D,C., August 1984,
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Introduction

Witbin tbe State of California, ethnic "minoritiee” currently
comprise well over one tbird of tbe Fopnlation and by 1990 will
oolleotively represent a majority of tbe State's citizens (1).
Thousande of new immigrante, particularly Asians and Hispanice,
have contributed to tbie dramatio growth. Moreover, thees recent
tmmigrante are oharaoterized by predomipantly non- or limited-
English epeaking familise with young children, inclnding signifiocant
numbers of cbhildren with handicapping condit: ins.

Snch population trends and characterietice have exacerbated tbe
lcLg~e tanding problem of multiple barriere which inhibit accees to
needed eervices and inforsation. Language s predictably one of the
moet eignificant barriere. The lack of language-appropriate infor-
sational sateriale for non-Knglieh epesking individuale ie compounded
by tbe lack of bilingual, bicnltural peresonnel smong provider agenciee.
Anotber major barrier ie the lack of culturally reeponsive eervice
models wbich addreee relevant onltural orientations and bebaviors
affecting service utilization. Non-Englied eneaking individuale are
aleo in great need of epecific informatton concerning reeources,
rights, and reeponsibilitiee; eucb.information ia often inacceseible
bDecause of earlier noted language barriere ar well as inadequate
outreach metbode employed by provider agenciee (2).

The barriere identified abose have obviously contributed to the
underrepresentation of Asian and Hispanic cliente witbin aa array of
programs providing eervices to handicapped individuale and tbeir familiee
Thus, correeponding priority efforte to addreee onlturel/linguietio
barriere have been generated among tbe major State agenciee eerving
epecial needs populations. The California State Counoil on Develop-
mental Dieabilitiee, for example, bas designated "Services to Ethnio/
Cultural Minoritiee® as one of ite msajor planning and program develop-
ment priority areas. at’ention to ethnic minority concerns ie aleo
reflected in tbe Comprebensive Sysiem ¢ Pereonnel Development (CSPD)
implemented by tbe California State Department of Education (as
required by PL 94-142 regulations). Among tbe “critical areas"
deeignated in relation to pricrity pre-service and in-service training
needs are "limited-Englisb-epeaking and non-Engl ieb-epeaking aseceement
and inetruction” and "bilingual/multicultural epecial educaticn® {3).
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Ths "oritical®” nature of such concerns if obvious givsn the fact that
well over 400,000 (or more than 10%) of the approximately four million
studsnts in California's pudlio school system are considered ")imited
English profioient® (LEP) (4). Thus, among ths nearly 360,000 children
(virth to 24 ysars) utilixing special education services are a signif-
icant n isr of LEP students (5), Furthermors, there is evidence to
indicate that additional numbders of handioapped non- or limited-English
speaking children are either not participating or may be misplaced in
various spedial education programs (pnrtleulatly those for the specifio
learning disadled, speech fwpaired, and mentally retarded) as a result
of underidentification and misdiagnosis (6).

Among the previously described service barriers, the lack oY
qualified bilingual, dicultural personnel is particularly evident
in the special educatinn system. In fact, the acute shortage of craden-
tialsd bilingual teactiers and other schcol personnel has reinforced the
significance of original PL 94-142 mandates dictating parsnt gnvolve-
ment in the process of planning, implesmenting, and evaluating ths
child*s education at home, at school, and in the commmity, Moreover,
the rsoant P1._98-199 amendments ennport meaningtnl involvemsut through
the provision of appropriate training and iuformation to parents of
handicapped childrsn, .

Whiie including provisions for the training and sensitization of
school personnel in relation to cnltnrul/lln‘uhuc Zactors and special
Populations, the California CSPD further spscifiss the State lsgislation
which calls for coordinated efforts in ths delivery of ongoing psrsonnei
development programs to sducational personnel, volunteers and parents,
Corresponding information dissemination 4nd technicel assistance active
itiss include: disseminnting state, local, regionzl, and nationally
recognized projects; distriduting in-servics training opportunities to
sducational and ssrvice sgenciss involved with handicapped children;
sharing trainers and training materials among school districts ana
regions; conducting special training; developing training matsrials
for statewids use; draining of trainers; and linkage to o{her resources(3

Informatiorn and training programs for ethnic minority pareuts hays
thus bdsen viewed as an essential means of promoting access to needed
servicss as well as fucreased pareut involvement in the development
of policy and programs for children with handicapping conditious,
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whe oritioal need for correeponding oulturally/linguistically appropri-
parent training models and materiale has resulted in the estadlishuent
of federsl and state supported epecial projeote within Califormia during
the past four ysars. Theee projecte have evolved in a eystematioally
coordinated and eegquential manner through etatewide planning efforts

and ongoing reciproocel eupport networks oonsieting of key agencies

and organisations, The manner in which euch model projecte have been
developed and their reepective findinge and producte thus morit
national recognition,

Minority Outres h Project

Protection and Advocacy, Inc, (PAI) was eetablished im 1978 and
designated to advocate for and protect the righte of developmentally
dieadled Californians, PAI services include provieion of information,
referral, training/technical aseietance, and legal research and repre-
sentation. In 1980, PAI was awar \sed a demonstration grant from the
Office of Human Development Services for & pilot projeot to provide
outreach sexrvices to ethuic minority developwentally dieabled persons
in the greater Los Angeles areas Tho resulting "Ninority Osutreach
Projeci® wos iuitinily dirccted towmd Somprehensive outresol sotivitics 3
targeting the Korean populatiom, Correepbnding strategice and methods '
which were developed leter served as outreach models for other Asian 5
othnic communitiee in Loe Angeles as well as eeleoted urban populetions
throughout the State, Project efforts then focused on identifying 5
consumer needs and eervice barriers and means of enhanoing the avail-
ebility of relevant resources. ?Training was eubsequently provided
for both consusers and aervice providere in order to promote knowledge
of legal righte and responsidilities and to improve oonsumer eelf- ,
advocacy skille. Outreach and treining eotivitiee were ocomplemented
hy direct advocucy eervices rendered to individual ocliente.

The Minority Outreach Projeot received continuation funding from
the Administretion on Developmentel Disabilitiee through December, 1983.
Project target groupe were expanded to inolude Hiepanice and Vietncmese
reeiding in Loy Angeles County. Since ite inception, the projeot has
provided training for spproximately 80C Jevelopmentally disabled pereon.
and their familiee. Corresponding written materials have heen devel-
oped and extensively used in thees training aotivitiee as woll as die-~
seminated at the local, etete, and national levele; among euch
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materials is a training manual entitled "Ssrvioce Rights and Rntitls-
ment Programs Affecting Developmentally Disadled Californians® which
has bssn translated into Spanish, Korean, and Vistnamese,

PAI has maintained a commitment to continus providing specialized
advooacy services to Asian and Hispanio communities, The original
Minority Outrsach Projsot has sincs been "institutionalised” through
integration of projsot objsotives into PAI?’s thres-year plan and ths
hiring of project staff as permanént members of the organisation.
Moreover, PAI has succssdsd in obtaining additional funding from the
Los Angsles County Developmental Disabilities Area Board to support
continued tretining of local Asian, Hispanic, as well as Bleok popula-
tions, PAX is also the reoipient of a rgoent Department of Education,
OSER3 grant arard which will support a two-year "training-of-trainers®
project to be descridsd later,

Asian and His i0 Parsnt Rducation/Traini. Project

Sincs its establishment in 1966, the University Affiliatsd Program
(UAP) at Childrens Hosp ital of Los Angeles has continued to funotion as
& major community~based interdisoiplinary training progras, charactsrized
by & primary emphasis on prevention, detection, early !ntervention, and
provision of exemplary care to children with handicapping conditions and
their families, Throughout the past ten years, sslected UAP staff had
pioneered the development of special parent education prvgrans for
various Asian populations and served in an advisory capacity to the
PAI Minority Outreach Project, VAP staff then designed a model of
comprehsnsive parent education for Asian and Hispanio families with
young dsvelopmentally aisabled children. %he resulting "Agian and
Hispanio Parent Rducation/Training (PET) Projsot® was initiated in
October, 19863 through a ons-year Program Development Fund grant
awvard from ths California Department of Developmental Services,

As the first gtatewide program of its kiud, the PEP Project hag
targetsd non- and limited-English speaking Chinese parcnts (in the
Sar Francisoe and East Bay areas) and Korean and Spanish-speaking
parents (in the Los Angeles arsa) to form distinot ethnio parsnt
groups, Primary partiocipants in thae Program are parents of develop~
mentally disabled children ranging .1 age from birth to five years;
however, parents of c¢lder children (6-i2 years) have also been served
at seleoted sites, (once recruited into the program, parent participants
are eachh interviewed by bilingual/dicul tural training coordinators.
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The parente’ individual needs are assesesd in relation to information
concerning the child'e specific handicapping condition(e), methods of
promoting the child'e growth and development, parenting ekille, and
relevant community reeources., Corresponding ten~veek parent education
programs are then developed and oonducted in the parente! reepsctive
native languagee. PFor each ethnioc parent group, theee programs include
eupplementary written materiale in appropriate languages and culturally
relevant educational forsate deeigned to involve parente as active
participants cs well as train eeleoted parents in the implementation
of eimilar parent education programs.

Approximately 8C parente will have partiocipated in the PE?
program by the end of the eecond ten-week training seriee to be
completed in September at each eite. Among theee participante are
the "parent facilitatore® who have aseisted the trainiug ocoordinatore
in developing and implementing each eesaion. The parent facilitator
role ie derived from the "Comneotions® model of parent training
which was originsily developed and field teeted for Englieh~epeaking
parente served through the San Diego Unified School Dietriot (7).

The PET Project parent faoilitators have each experienced a

sutuclly rewarding and prodzctive rolatlonship with the profeeefcusl
training coordinatore. Vhile acquiring increasingly eophisticated
group facilitation and leaderehip ekills, the parent faoilitators

have bdeen instrumental in etimulating participant disouseion, sus~
taining parent intereet, motivating follow-through on various recome
mendmtions, and oreating group cohesivenees whioh engenders collective
prodlem~-eolving, pereonalized eharing of experiences/contliote, and
emotional support. Moreover, the parent facilitators have demon-
strated initiative in providing guidance and eupport for parents who
"graduated” from the initial training seriee and who have independently
decided to continue meeting on a regular basis. While developing
organizational etructuree and plans for securing reeources needed to
maintain their educational activitiee, the original parent participante
have, in turn, joined the eecond-series parent groups for selected
seseions in order to ehare expertiee, experiencee, and provide mddi-
tional support to the new partioipante.

Evaluation of individual participante outcomee has yielded
similarly poeitive findinge. Significant emotional, attitudinal,
educational, and dehavioral changee were reported and/or observed
azong nearly all of the pariicipante. while acquiring improved
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personal coping, parenting, and advooacy skills, many partiocipauts
succesded in overcoming varying levels of stigma, shams, and igolation
whichk they have previously expsriencsd as parents of disable: children,

In evaluating the program, participants have éonsistently pre-
sentsd positive fsedback in relation ts bdoth surrioulum format an(
oontant. They have generally found the information received to be,
relevant and practical in meeting their nesds, More apecific partice
ipant input has been incorporatsd in ths refinement of project train-
ing m(thodologiss and materials for each ethnic group, The final,
detauiled project report will de coxpleted in November, 1984, A
training guide and currionlum materials will alsc be published for
statswvide dissemination at that time,

The project will further offer continued support and teohnical
assistance {o parents and selected bilingual/dicultural providers
who bhave participated in the program and received training as
parsnt trainers, Such training will have been condacted throughout
the program and supplemented by an intsnsivs two-day training
experience provided through "Projeot ToT".

Projsot TOT *

In 1976, & committee ot‘pu'onu and professionals from Los Angeles
County Regional Centers for the Developmentally pisabled sponsored
the first "Fiests Educativa®, an educational conference for Hispanic,
Spanish-speaking parents of developmsntally disabled children, The
FPiesta subsequently evolved into an increasingly popular annual
event and, in 1980, served as ths foundation for the incorporation
of the State Hispanio Council on Developmental Disabilities - an
organtsation referred to throughout Hispanic oommunities as the
"Conoilio®, fThe Conoilio now ssrves as a statewide network of
autonomous Hispanio parsnt advocacy groups dsdicated to education and
trainii g activities designed to stimulate leadsrship, professionalism,
and pa-ticipation in ths developmental disadbi.itiss service delivery
systam,

In coutinuing to sponsor the Fiesta Educativa, the Conoilio
presented a training-of-trainers model for Hispanio parents during
the nationally recognized "FPiesta Educativa 182", This model served
as ths prototype for the proposed Project TOT (Tratntu-ot—‘rratuen)
wbichk was funded by the Organization of Area Boards in California
for the period of November, 1983 through September, 1984, Project

89
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70T was dseigned to estadlish local training-of-trainere programs in
six dietinct geographioc communitiss with high concentrations of
Hispanics and eslected Asian ethnio Populations.

Each local TOT program is initially dirscted toward the ident-
ification and reoruitsent of a team coneisting of primary and second- K
ary consumers as well as providers of developmental services. These
team members then receive group training in comsunity resource identi~
fioation, accsssing the service delivery system, advooacy iesuse,
networxing, and group organization techniques. Upnn completion of
the initial team training, each team wmembder ie then expected to begin
training other small groups of parents and consumer advoocates in
their home ocomsunities. £

Project TOT has received consideradle technical assistance and N
consultative support from the Special Education Resourocs Network of
the Personnel Development Unit (Office of Special Education, Cali-
fornia State Department of Education) in addition to support Irom
other state a» well as federal agenciss, regional centers for the
dovelopmentally disabled, local area boards, pudblic schoole, and ‘ﬂ
numerous programs eerving developmentally disabled children and
their families, The enlistment and coordination of such support as
well as the formation of adv'eory committees in each community served,
illuetrates the Concilto's and project staff's eignificant capability
in the area Of systems access, resource utilization, and interagency
networking, However, termination of project funding in September,

1984 will require individual trainers and participating agemcies to
demonstrate initiative in training other parents and consumer advocates.
The lack of ongoing project support and systematio coordination of euch
efforts may contribute to varying levels of succeseful follow through
and possidle fragmentstion or isolation among original team mombere.
The newly developed "Multicultural Training-of-Trainere Project” was
designed, in part, to reduce euch prodblems by means of formally
establishing and mainteining perent-professional partuerships in the
implementation of a .wo-year statewids training~of-trainers program.

Multicultural Training-of-Trainers Project
The Multicultural Training-of-Trainers (MTOT) Project represents

the culmination of several Years of sndeavor which has contribdbuted to
the development of collective expertise and epecialized resources hy
Protection and Advocacy, the University Affiliated Program, and the

e
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State Hispanic Conncil, The previously deecrided epecial projecte
bave enabled PAI, UAP, and the Comoilio to establish meohaniems for
pooling reeourcee and eystematio planning aimed toward duilding
continuity among the various training efforts which target ethnio
minority populations,

PAI served as the applicant for a federal grant through the
Departmsent of Bduoation, Offioe of Speoial Education and Rehadilitative
Servioee in reeponse to the announoesent of funds for new projecte
under the "fraining Personnel for the Bduoation of the Handicapped
Program: Trainers of Volunteere, Inoluding Parente® (authorieed by
PL 94~142, as amended by PL 98-199), The oorreeponding propoeal to
impiement the *Muliicultural Training-of-Tratners Projeot® was
approved for funding and has eince been initiated as of July, 198a,

The piisary goal of thie tvo-year projeot ie to refine and
iwplement culturally and lingrietically appropriate oducouon/trunm
programs for underserved Asisn, Black and Jiepanio parente which will
enadle them to ,articipate more effectively with profeesionale in
meoting the eduocational needs of their handicapped ohildren, During
the first year of the projeot, PAI in primary oollaboration with UAP
and the Conoiiio, will eetablieh training-of-trainere prograss for
non~ or limited-Euglieh epeaking Arian {Chiness, Korean) and Hiepanic
parente in communities within the San Franoieco/East Bay and Loe
Angelee areas, Theee Programs are deeigned to provide teams of parent
and eexrvice-provider representatives with group organieation and lead-
erehip training as well as education in a curriculum whioh will ageiet
parents in: acquiring information about their child'e epeoific bandi~
capping oondaition, improving parenting ekille, eecuring needed services,
understanding legal righte and responsidilitiee, partioipating in
deoision~making processes, and developing eelf-advocacy ekills, Theee
parent-provider teams will eudbeequently eerve as parent trainere who
will organisze, develop, and conduot related pareut training programs
in their regpeotive Communitiee and epecial education eervioe eettinge,
The local programs will incorporate previously developed written
materiale in various languagese and culturally appropriate educational
forante deeigned to iuvolve pareute as gotive partioipante. Projeot
etaff will provide ooutinued support and tachnical aseietance to the
parent trainere and gurther faoilitate the eetabliehment of local and
etctevide parent communioation, iuformation dissemination, resource
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) sharing, specialized training, and advocacy networks, During the

sscond project year, thess training apd resource dsvelopment meth-
odologiss will De extended to selscied Black populations in los
Angeles as well as Indochinese cossunities in Orange and San Disgo
counties, Throughout each of the abdove endsavors, project staff

will be guided by a governing committes on whioh a majority are
parents of bandicapped childrem and youth who represent various

parent groups and coalitiens within ths State; coumittes memders

will also include appropriate agenocy represantatives and professionals
in the fields of special education and related usrvices.

Conclusion

Despite their history and relstive success, the California initi-
atives have only begun to address the needs of seleoted ethnic minority
populations. Short-term demonstiration projscts have served to foous
attention on these Populations and to generate & collective momentum
smong participating agencins and organisations as well as coalition
building among ethnic minority groups = particularly Asians and His-
panics with distincd language nesds. Howsver, expanded sud sustatined
commitment 0f resources to effective outreach, training, and service
wodels wust occur among major institutions mandated to serve handi-
capped childrsn and their families.

In the meantime, othnic minority parents and coamunity advocates
should be supported in their efforts to develop forwal/informal
support networks and orgsnisations, Morecver, cpportunities for
1inksges with other major parent (roups are y. Ultimately,
the goals of "parent involvement”, “"parent power" and *parent/pro=
fessional partnerships” will emergs as either less thresatening or
more than idsalistic, but poorly cperationalised legal mandates.

A constructive, dynamic process of communication and collaboration
amcng the diverse individuals who parent and serve handicapped
childrsn is challenging, yet well worth struggling for.
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(3} better understand the nature and needs of their child’s handicapping conditions;
(b) provide follow-up support for their chikl’s educational programs;

{c) more effectively with rtlahdprohdomhondmiapmwdm
(d) participate in educations! deci king p
(s} obtain inf ion about availsbie programs, services, snd resources snd their relative appropriateness; snd

(f) :'mnwd relevant legel rights snd resp ilities sponding to provisiang for the education of handicapped
ren.

Upon compisting preliminary training, MTOT parent parent-provider teems will subssquently parent trsiners will
orgenize, develop, and conduct perent treining progrems in in their rexpective communities :i";wm ho

£ ECTATIONS

Each participating k d to desig » staff ber who will serve as » ber of the parent id

team, In this qoncy ive wilt bo i to attend an initial three-day lmnlng progiam and
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% tgency mﬂ should oho be ovdlablo o pmvidc Hmmd (up to one hour per week) administrative

eonulunonondmw the parent tesm ber ss they d y perent ing workshop

BENEFITS

MTOT will enable parents and providers to engage in y beneficiat collsborative "9 activities. Parth ing

agencies, in particular, will benefit from*
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PREPARED STATEMENT OF KAY LAMBERT, Apvocacy, Inc., Austin, TX

Thank you for the invitation to discuss with your Committee stresses facing fami-
lies with handicapped children. The issues you are examining are important to us
and we face them every day. Advocacy, Incorporated provides a variety of services
both for people with disabilities and their families. We are a non-profit corporation,
created in response to Federal legislation, to protect and advocate for the legal

ights of Texans with disabilities.
hough we serve all ages and handle a variety of problems, the majority of per-
sons who come to us for help gre families of school-age children who are having
Froblems with their child’s education. To respond to this need, we have a separately
unded parent training r;fmm that trains parents statewide to be more effective
advocates for their disagl child. It is this perspective, from several thousand re-
quests for help, that we bring to your Committea.

As you can imagine, parenting a child with a disability is stressful in itself. We
see parents experience a great deal of additional stress because of having to fight
with their local school district just to get services to which they are legally entitled.
Ten years and numerous court cases after the passage of PL 94-142, disabled chil-
dren are still being denied many services specified in the law. Parents with older
children will tell us of years of battling with local school officials. Even parents who
are finally victorious feel worn-down by the process. A word we hear frequently
from them is “tired.”

Parents who want to be active icipants in their child’s p%amming still
often find their input unwelcome. They tell us of preparing for an meeting and
taking in a wealth of information and ideas about their child, only to be told they
are ‘‘only parents’ and not educators and to see their suggestions ignored. In a prac-
tice required by our state education agency, there is actually a “vote” taken at the
IEP meeting on whether what the school proposes is appropriate. Parents have only
one vote. Even if both nts attend, they still have only one vote. Even if the stu-
dent is there, the family gets only one vote. But each representative of the school
has a vote. And we are often told by school personnel that they are ordered before
the IEP meeting to vrte with the school person chairing the IFP meeting. You can
imagine how frustrating that is for a parent and how hard it is to convince a parent
it is worth even going to an IEP meeting when the deck is so clearly stacked against
them before they begin.

In Texas, we are noticing an unmistakable trend toward re-segregation of persons
with handicaps, even the re-opening of egated campuses. Our state as a whole is
experiencing a financial crunch as a result of declining oil and gas revenues. Funds
for education, as for all other services, are being reduced. Unfortunatel , the re-
segregation of handicapped students onto one campus is seen by some administra-
tors as a way to save money. An increasing number of parents are calling us for
g:l;l) 41; fighting this pure discrimination which seeks ‘o repeal the very basis of PL

We see a refusal by schools to individualize services. Some youth, with only a few
years of public school eligibility remaining, could make great strides toward inde-
pendence if tne program concentrated on their specific neeus. But schools will not
individually taor a program, as PL 94-142 requires, and vrecious time slipe away
with youth in predetermined programs irrelevant to their future.

In Texas there is still little support for summer programining. Schools simply say
they cannot afford it. You can imagine the frustration of a parent who knows how
far their handicapped child cou’d go if only the program contirued tc build month
after month, but instead they see their child slip back with skills lost during a
taree-month gnﬁ in service. Similerly frustrating, Texas has a few early childhood

rograms, which make an enormous difference in the life of handicapped infants.

ese services stop when the child turns 3 and Congress intended for PL 94-142 to
pick up at that point. But in Texas, the state education agency keeps PL 94-142
from being .vailable at age 3 unless the child was 3 on Segtember 1 of the current
school year. Literally thousands of children get an invaluable head start then stag-
nate for up to 12 months at the age of 3 waiting for services to start again.

Texas is growing in population and we see terribly frustrated parents move in
from other states where their children were making progress and find the lncal
school unable 0 provide a program for their child. Instructional personnel often
simply claim that they do not know how to teach certain skills to certain types of
children. The comprehensive system of personnel development ordered by Congress
so that promiving educational practices would be acquired and disseminated to the
local level cunnot be found in our state. How frustrating to know from experier.ce
that your caild can be taught effectively in one state, but not in another.

9‘7
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The understandable reaction of many parents facing services that are less than
they know their child needs is to offer to help and ask to be trained in wnat they
can do at home to supplement the school program. In our experience, most of these
reggests are refused by schools. .

me parents who know services can be better, and will not settle for inadequate
local efforts, send their children away from home to programs that they know will
make a difference. Yet we see the terrible stress that puts the family under when
the “price” for an effective program is to separate parents and child. Often parents
cannot afford these private programs for long and then face the stress of economic
hardship or of bringing their child back to the inadequate public program and
watching the child regress.

Parents of older children are extremely concerned about the lack of transitional
services from school into community. In fact, quality community programs are
scarce and poorly funded. Texas still has an amazing 9,000 peisons in state
“schools” for the retarded. This includes 2,341 schocl-age children and youth. Par-
ents who have worked hard to make PL 94-142 work for their child often find them-
selves the parents of a 22-year old with no place to go. Worse, some schools try to
discharge handicapped students at age 18 and tell parents they have to find services
elsewhere. In fact, transitional and other services often require the involvement of
agencies in addition to the education agency; yet our state educatizn agency sti
refuses to negotiate the interagency agreement mandated in PL 94-142 and parents
have to go on their own, agency by agency, trying to piece togethe- agpropriate
services. Fearing that the future after school age may offer no . and that you
will be alone looking for services, is very stressful and discouraging to a parent of
even a very young child currently in a quality program.

In summary, we do not see the partnership between nt and school that Con-
gress intended. We see families of disabled ¢ ildren still having to fight for services
that Congress has said they are entitled to. We see them burning out trying to cou-
stantly monitor those services that they do get. We see parents who receive a little
training and support make significant gains for their children; but we would rather
see more 8chool districts willinﬁly roviding services and the state education agency
aggressively pursuing those who don’t. We see nts heartbroken because their
child is not getting enough programming to make a difference. We see even those
parents who get a strong education program developed for their child afraid that
when he grows up the community in which he has been trained to live will have no
services or will even pass zoning laws to keep him out. We still see state “gchools”
for the retarded totally segregated with no contact with the nenhandicapped.

We know the solutions are not easy, but Congress’ entry into this area 10 years
ago has given us laws we can work with. We hope this information and perspective
will be useful to you as you make your recommendations.

PREPARED STATEMENT OF ELaine HirscH, Cuier, DisaBLED PERSONS ADVCCAC -
DivisioN, OFFICE OF THE ILLINOIS ATTORNEY GENERAL NEIL F. HARTIGAN

Mr. Chairman, members of the Committee: On behalf of Illinois Attorne General
Neil F. Hartigan, I appreciate the oagortunity to offer some responses to the tcpic of
today’s hearing. Two years ago the General Assembly of the State of Illinois charged
the office of Attorney General with the responsibility of providing advocacy services
to disabled citizens of I'linois. To implement this respons‘bilit?'. Mr. Hartigan estab-
lished a Disabled Persons Advoc-cy Division. The Division is tne only one of its kind
to raise the issue of disability rights to the status of a full-fledged division in any
Attorney General's office.

Advising the Divison are a Consumers Task Force comprised of 40 persons who
are recognized experts in their fields of disability and a Lawyers Advisory Council
comgrised of 40 attorneys who have recognized expertise in one or more areas of
disability law. The advisory group members each belong to one of the following sub-
committees:

—Accessibility, Transportation and Voters Rights

—Education

—Employment and Vocational Rights

—Health, Mental Health and Insurance Benefits

—Housing, Zoning and Deinstitutionalizatior.

—Legislative and Regulatory Development, Legal Services for the Poor and Con-

flicts of Interest.

Issues for the 1980’s for families with disabled children are many and diverse. In
the area of education, we have seen great rrogress due primari'y to the passage of
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the Education for All Handicapped Children’s Act (PL 94-142). Nevertheless, some
problematic areas continue to exist. Of great importance is preparing the disabled
student who is leaving school for other endeavors. There are few programs for the
profoundly disabled student who is not read, for an activity or sheltered work pro-
gram. In addition to the idleness and lack of purpose this imposes on the student,
additional burdens are placed on the family when they are responsible for 24 hour
per day, seven days a week care of their child. In addition to day programs for these
young adults, other forms of respite care need to be made available to families who
wish to maintain their children in their homes rather thun in an institution.

I think you can appreciate how your own tife would be affected if you could not
take a vacation or even go out for an evening because there is no suitable care
available for your child.

Preparing for work, whether in a shelcered environment or the open labor market
needs to begin at a much earlier age.

In addition to better curriculum, institutions who should and could provide serv-
ices with some modifications in their delivegy of services, must be required to do so.
Parents must be aware of these options and brought into the process at the junior
and senior high school level. Let me give you an example, one parent asked her
local school district about enrolling her child in t..e area vocational center. She was
told the area vocational center does not have programs that are suitable for her
child. When she asked the area vocational center about the lack of programs, she
was told they haven’t developed them because the districts have not referred any
disabled students.

With the variety of needs and abi¥ties of students who are disabled, parents are
put on a merry-go-round which may or may not stop at the right service providing
agency.

It is quite common for many parents of disabled students to be left on their own
to find the proper program for their child when they leave the public school special
education program.

As students approach the age when they leave school, parents are faced with an-
other series of problems. Housing in the community is extremely limited. Knowl-
edge of guardianship laws and whether guardianship is appropriate for their child is
another area of concern. Health insurance becomes extremely difficult or impossible
to obtain. Employment discrimination still exists at a disgustingly t :h level as ex-
hibited b the percent number of disabled adults who are unempl ed. Obtaining
public benefits which might rightfully belong to an individual can L .come a night-
mare. The Illinois State Bar Association in a public service program stated that per-
sons applying for Social Security disability geneﬁts can expect, as routine proce-
dure, to have their initial application and their request for reconsideration denied.
They then must request a hearing to be conducted by an administrative law judge.

Such a system denies persons who may have legitimately been eligible for benefits
from receiving them because they assume that after being denied twice there is no
point in requesting the hearing. For persons who do request a hearing, their
chances of being successful increase substantially if they are represented by a
trained paralegal or an attorney. Persons who do not know this often find them-
selves unprepared for the hearing and ultimately are denied benefits.

Finally, we must remember that the problems confronting families with disabled
children often extend beyond the time when the child reaches the age of 18 or 21.
There are many elderly parents of middle-aged children whose needs and problems
we have barely wouched upon but who we cannot forget as we plan for the future.

Attorney General Hartigan appreciates the initiative taken by this Committee in
addres?;nrgts the issues of families with disabled children and offers his support to
your efforts.

PREPARED STATEMENT OF Jack HAILEY, EXECUTIVE SECRETARY, CHILD DEVELOPMENT
ProGraMs Apvisory COMMITTEE, SACRAMENT), CA

The current status of child care services for disabled children requires action. The
Child Development Programs Advisory Committee has reviewed both the need for
child care and the current level of service. Few families with disabled children have
child care resources which allow both parents or a single parent to work full time;
few have access to respite care.

To mitigate these needs and to increase child care services to exceptional chil-
dren, several actions should be taken to

—Establish placement priorities

—Identify and specify the responsibilities of government agencies
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—Delineate the responsibilities of private agencies

—Establish rates and fees for services

— Assure equity of access

—Provide staff training to assure the successful integration of exceptional chil-
dren in proportion to their presence in the eligible population

Federal actions needed:

—Insist on equal access in use of federal funds, especially Title XX Social Services
Block Grants: e.g, any funds spent on child care must serve exceptional chil-
dren in proportion to their presense in the eligible population

—Use HHS discretionary grants to fund model mainstreaming and special child
care programs; collect data and build a dissemination effort

—Use Department of Education Handicapped Children’s Early Education Pro-
gram funds to target child care programs

—Tie HHS child care training funds to equal access requirements for both subsi-
dized care and state licensing

—Extend the 504 regulations to cover children in child care settings

—Strengthen and increase child care support services available to job trainees in
the Job Training Partnership Program; insist that exceptional children be
served by child care services

In addition to these federal actions, state and local government must also make
changes to assure access of these children and their families to child care services.
The following testimony makes recoramendations to government in gcneral.

The Congress, the Select Committee, and the federal administration can provide
leadership in part by calling for state and local governments to make appropriate
changes in their licensing and social service programs.

Persons interested in these issues are encouraged to contact the California Child
Development Programs Advisory Committec, 915 Capitol Mall, Room 250, Sacra-
mento, California 95814; 916-322-8181.

I. INTRODUCTION

Currently no government policy directs, shapes, or assists a parent’s search for
child care for an exceptional child. None guides the staff development of child care
programs that enroll exceptional children. Reimbursement rates for care are frag-
mentarily addressed in some state’s codes.

Federal and state governments should develop policies to address the child care
needs of exceptional children and their families. This policy should include the iden-
tification and development of resources to provide care; the policy should define a
placement process; and, the policy should establish a reimbursement system.

A coherent policy in this human service area would increase the availability of
care, would delineate and promote working relationships among government agen-
cies as well as among community agencies, and would assure that parents of excep-
tional and of non-handicapped children have equal access to child care.

If one approaches this area by looking at one state’s numbters and by listening to
parents’ testimony, one appreciates the need for a policy here and for an increase in
child care provided to exceptional children. The numbers, while incomplete, provide
an initial needs nssessment.

325,000 California pupils, kindergarten through twelfth grade, receive special
education services. They comprise nearly 8% of the State’s K-12 enrollment.

18,850 children under five years of age receive special education services
through Department of Education programs.

18,736 Developmental Services clients are of school age-

6,988 Developmental Services clients are under age five. It is likely that all
school-aged clients and many clients under five receive some form of special
education services.

Parallel data from the State Office of Child Development show that 2,769 in-
dividuals in subsidized ckild care were reported as handicapped, in March 1979.
These children comprise 4% of the children in subsidized child care.

While conclusions must te qualified, it appears clear that exceptional children are
prop-.riionately underserved by California’s subsidized child care programs. While
89% of the K-12 student population receives special education services, only 4% of
the child care recipients are identified as handicapped. These comparative discrep-
ancies worsen when one looks at services tn severely handicapped children: while
1.4% f the K-12 population are identified as severely handicapped, only 0.4% of the
recipients of subsidized child care are so identified.
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The California Department of Education recognized the same discrepancies in its
1980 Annual Report on Publicly Subsidized Child Care Services. The Department
wrote to the Legislature:

the proportion of handicapped children enrolled in publicly funded child
care centers and homes (4 percent) was less than half of those enrolled in
the regular school population (10 percent). This finding reveals a serious
deficit in the child care services available to these children . . . extensive
research has shown that the socner handicapped children are enrolled in
remediation programs, the sooner their chances to realize their potential is
increased. The expansion of Child Development Programs could, therefore,
be a real benefit to these children and their families. (p. 57)

One can estimate parents’ needs by looking at employment figures and l:ly recog-
nizing the importance of respite, icularly for parents of severely handicapped
children. Currently, more than half of California’s women are in the workforce. If
the mothers of young handicapped children are to have equal access to employment,
then child care spaces must increase. Again, extrapolations give an estimation of
need: if 1.5 percent of the populatior. is severely handicapped and an additional 4 to
7 percent are handicapped, then parents of exceptional infants and preschoolers will
need up to 55,000 spaces for child care. Of these children, about 10,000 would be
severely handicapped.?

If parents of exceptional school-aged children, 5 through 14 years of ege, partici-
pate in the labor force in the same proporiion as parents of non-handicapped chil-
dren, then up to 130,000 schoool-age exceptional children would need care and su-
Rrvision for part of the day. Nearly 25,000 of them would be severely handicapped.

rther if we assume that severely handicapped teenagers require care up to age 18
or 21, then an additional 18,000 severely handicapped older adolescents would have
working parents and could well need continuing child care. .

The numbers are, of course, gross estimates. Not all school children receiving spe-
cial education services were diagnosed as exceptional when they were younger then
five years of age. Some handicapping conditions only impeir children’s academic
progress and are not evident before children attend school. The identification of spe-
cial needs may come when a child is in school.

Also, for protective reasons some mothers of exceptionai children choose to
remain out of the labor force, thus reducing the number of child care spaces neces-
sary. This however, is presently not a matter of choice; rathor, staying st home with
their child is a necessity forceX upon them because no child care is available. Public
policy should offer this choice.

The numbers cited above suggest sketckily the amount of child care needed for
exceptional children in order to give equal access to care to all parents who choose
to work. In addition, parents of handicapped children, especially severely handi-
capped children, need respite, even if they are not in the workforce Again, about
1.5% of the population of children and youth have severe handicaps. (Here we in-
clude children who are severely mentally retarded, severely emotionally disturbed,
deaf, blind, orthopedically impaired, multiple handicapped, and chronically ill.) A,
Eroximately 100,000 children, birth through twenty-one years of age, are severely

andicapped. Their parents needs for respite care include simple sitter services for
afternoons or evenings, care for occasionaf weekends, and provision for week Jong or
two-week long respite to prevent buraout. These respite options serve to support
parents who choose to care for their children at home instead of utilizing twenty-
four hour placement services for continuous care.

To assess the need for care one must also turn from statistics to parental opinion.
While at work on this testimony, we listened to parents who described their needs
for care and the positive difference in their lives that child care brings. A parent
from San Jose spoke with eloquence at a hearing:

To what extent is a defacto isolation of parents and their handicapped
children occurring?

Are women being denied the opportunity to use and celebrate their tal-
ents, to enter the labor force, to contribute to their families’ financial re-
sources, or otherwise to find a daily respite from what may be a lifelong
responsibiity? Are children with more than minimal handicaps being

! These extrapolations call for explanation California’s population of 0-4 year olds is about
1,730,000 If 8% of these chiidren have handicaps and 40% have working mothers, then 55,000
will need child care. And so forth with other populations.
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denied the opportunity to experience life outside home and the usual clini-
cal settings?
From this parent and others who spoke to the Committee, one get a sense of ur-
gency. It is time for a qovernmental policy which gives direciion to agencies and
promotes the development of resources.

Il. VALuEs

We have identified three major values to guide public policy in this arena:

1. Family unity is a pn'mml'{ value to sociex, and government policiex must sup-
port the retention of the family as a uni.. ling a family to maintain a disabled
family member at home is part of the government's rsponsibility. In the field of
social services, for exnmple, the family reunification provisions of PL 96-272 pro-
mote similar values,

2. The desirable deinstitutionalization of our disabled citizens requires the provi-
sicn of community services to realize its public policy implications.

3. We must provide equal access to both exceptional and non-handicapped chil-
dren. Whenever we provide subsidized child care to the children of low-income
working families, it must be open to children with disabilities as well as to children
without handicape.

The Committee has several goals in addition to our broad goal of establishing
public policy for child care for exceptional children. These goals include:

more nearly meeting parents’ child care needs expanding the number and
kinds of resources available to parents

assuring a systematic response once a family’s need is identijed

assuring that the quality of care provided is sufficient to maintain or enhance
each child’s development

assuring that the care is affordable to the family through the establishment
of a free structure designed specifically for the populations to be served.

II1. RECOMMENDATIONS

h"rﬂ?i arrive at its recommendations, the Committee used the following definition of

child care:

Child care ior exceptional children equates with child care for any child: su-
pervision which substitutes for that given b the child’s émmary care provider
and which meets the child’s needs for a safe, secure, an stimulating environ-
ment which is developmentally appropriate.

Child care settings include the child’s own home, a foster home, a family care
home_z(,i a child vare center, a day nursery, or the respite facility of another cure
provider.

The need for care is time-limited and is usually in increments of fewer than
24 hour 1 per day. Exzeptions to this time limit are important: child care may be
needed in full day increments for a limited period when the primary care pro-
vider is away from home in training, seeking work or hospitalized, or because of
the respite need of the primary care provider or of the child.

The need is for substitute care rather than for other t of special educa-
tion services or therapies which are normally provided in other settings.

The definition indicates that the Committee’s attention is on the need for respite
care as well as for care while parents work. It also indicates that the Committee is
not, in this testimony, addressing the need to extend special education services 10
young children with exceptional needs.

LICENSING

In its review of child care, the Committee found that the current state child care
licensing regulations may well restrict the amount of child care available to exce{i
tional children. Child care centers and family day care homes which want to enro
an exceptional child must seek permission to do 8o from a licensing worker, and the
pr}c:gram must demonstrate that the child can be included without danger to self or
others.

The Committee recommends that federal re,-vlations or guidelines be revised to
allow progran:s to enroll 2xceptionai children &t the licensed program’s discretion.
This national directive is needed both for centers and fcr family day care homes.

With all programs allowed to include exceptional children, the Committee also
recommends that all child care programs open themselves to including exceptional
children: there should be no discrimination against a child who has a disability.
Some communities currently hav? programs which provide care exclusively to a
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high percentage of exceptional children. More such care is needed, particularly for
older exceptional children. We should assure places for those children who cannot
be integrated with their peers.

Children’s Ages, Seerity of Handicap, and Native Language

The following general principles were supported by public testimony to us:

Many exceptional children will fit into integrated child care settings without
assistance.

Others can be mainstreamed with hels.

A minority will be served best in child care programs designed exclusively for
individuals with special needs.

The Committee recognizes four groups of children whose needs dafine the four
major care arrangements required if we are to provide care to exceptional chil{;en
in an appropriate and coordinated setting.

1. Six to twelve year old children.—These children are in school programs
and need child care before and after school. These child care programs nced not
be staffed by specialists. Special education services should be provided duri
the school day. Most exceptional children in this uge group can be served wel
in regular programs. Child care in integrated settings can offer things to these
children that their special classes can:iot: every day activities, work and self-
help skills, and social interactions are of great value to the children themselves.

2. Twelve to twenty-one year nlds.—These ~hildren and youth, whose parents
work, need care, but cannot be integrated into most regular child care settings
because of their ages. They will need programs designed for exceptional per-
sons, but again, because they receive special services during the school ay,
their day care programs should be typical. Socialization and recreation neecs
may well be paramount for children in these programs.

3. Three to five year old children with intensive needs.—These children qual-
ify for public school special education services. Again, as witb the first two
groups, their principal need is for safe and supportive child care before and
after their special education programs. Again, as with the first two groups,
their Trincipal need is for safe and supportive child care before and after their
special education programs. (Before some public schools and private agencies
offer special services to children younger than three, there will be a few infants
and toddlers in this group as well.)

4. Infants to five year olds unserved by special programs,—These exceptional
children need full day care. Because there may be no special services available
to them from public schools—aside from assessment and referral—child care
providers may need to plan and carry out unique programs for these children.

For each group, staff training will be ‘important. And within each oup, some
children will need care in programs separate from their non-handicappegr peers.

In each of these situations, a child and aY‘«sn-ents whose 1. 1guage is other than Eng-
lish will need to work with staff who speak the . hild and familf"s language and who
are sensitive to cultural differences. The linguistic and cultural xnowledge of s*aff is
required to glan a child’s program well--with an understanding of disabilities
within a child’s culture—to include parent; and other family members appropriate-
l{l, and to assist parents to undsrstand the local special education syctem into which
the child may go.

Respite

Almost all parents of exceptional children, particularly of severely handicapped
children, shzre the need for respite care—including parents outside the workforce
as well as parents employed outside their homes.

The needed respite takes several forms: time to shop, time for evenings of enter-
tainment, time for an occasional weekend away, and time for rare vacations. Those
who need respite are, primarily, the parents of exceptional children; but included in
this group are other primary care givers—grandparents or aunts, foster parents and
group-home operators. These needs suggest a range of child care resources:

Regular child care program hours

Drop-in care

Care provided in a child’s own home, and

Residential arrangements, including temporary foster homes, which are in
keeping with the concept of the least restrict've environment. which meets a
child’s needs.

To develop this range of resources, government as well as churches and other
community-service organizations must undcrtake several actions:

The Developmente] Disabilities system should address the need for respite
care for their clients by providing it on a priority equal to all other s rvices.
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Such a policy makes good fiscal sense at the same time that it realizes e hu-
manitanan goal.

In addition, the State Councils for Developmental Disabilities should commit
themselves publicly on the need for respite care.

Planners within Health and Human Services and the State departments of
Mental Health as well as others working with the Department should recognize
the need for respite care and should examine thoroughly the best ways for
funds to provide respite care for mental health clients and their families.

Similarly, participants in Health and Human Services and the State de
ments of Health Services programs should incorporate respite care into Medi-
Cal services and other maternal and child health programs. Among the children
who need respite care are the chronically and terminally ill.

Children in school p whose grenm are not working but who need oc-
casional respite beyond the len%th of the school day should be able to use exist-
ing child care centers on a fee for service basis. Government offices administer-
ing subsidized child care can, where sps ce permits, include children for a few
hours on an irregular basis. Parent fees charged should not be more than the
marketplace’s cost of care. In addition, private unsubsidized programs should
open their dcors on a fee for service basis to children #hose rarents need res-
%: Child care resource and referral agencies cen proviac parents with lists of

ing p .
Churches and other community service ag::ncies should consider adding well-
gublicized ovening care programs for exceptional children and their siblings.
uch programs can take place at a centrai location, include the provision of in-
house carc, or a combiration of these. These programs could also charge fees.
Parents who testified to the Committee indicated a willingness to pay for such
care which does not now uxist in their communities.
Assuring the provision of daily child care

In making its recommendations on the best ways to meet the ongoing child care
needs of working parents of exceptional children, the Cummittee holds that the
principle responsibility for assisting parcnts to locate and/or to pay part or all of
the cost of care rests with the service systeins most divectly concerned with the
child’s presenting handicap. Children who are clients of the developmental disabii-
ity system should receive child care assistance through their case managers as part
of their Individual Program Plans (IPP). Children in the mental healtn system
should be able to turn to their county mental health agencies. Children receiving
public school special education services should have child care considered as part of
their individual Education Plans ({EP). Likewise, children served by health services
programs should have their child care needs identified and located or purchased
through these programs.

To realize these responsibilities, the Committee makes several recommendations:

1. The developmental disability system must assist families to secure child
care.

Theﬁ must recognize child care as a “basic and essential servic. .”

Each developm.ental disability client, birth through twenty-one years of
age, who needs child care must have that need identified in nis or her IPP.

Client case managers must assist parents in locating the most appropri-
ate child care arrangements.

All developmental disability case managers shculd be aware of the serv-
ices available from child care resource and referral programs.

Where necessary the developmental disabilities system must pay for
these child care services.

In making these recommendations, the Committee recognizes that child care is
equally a service to children and to their parents. Child care promotes a child'’s de-
velopment. In some cases it permits a family to remain intact rather than seek 24-
hour placement for their child. In sum, child care must be an integral part of the
IPP of any child whose parents are employed, in training, or in need of respite from
the excessive demands of raising a substantially handicapped offspring.

2. The mental health system must assist families to secure child care.

In planning a child’s program; the menta. health worker and the child’s
Farents must consider cgil care needs as an integral part of the child and
amily’s service needs.

Where necessary, funding must be availahle to pay some or all of the
costs of child care for these clients.

The mental health system should provide mental health consultation and
support to staff members of centers serving exceptional children.
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3. Subsidized child care (Title XX) must increase its su port of child care for
exceptional children. Specia! efforts to expand subsidxzeci' child services for ex
ceptional children must occur until the percentage of subsidized children who
are handicapped equals the percentage of the K-12 enrollment who receive spe-
cial education services. To accomplish this , a8 well as to in.rcase and im-
prove child care services to exceptional children, the Committee ra--mmends
several legislative, administrative, and programmatic actions. .

Exceptional children must become a priority for child care services.

The state agency administering Title XX funds must provide technical as-
sistance to its contracting agencies to assist them to enroll additional excep-
tional children and to serve weli those who are enrolled.

This technical assistance should be provided via contracts with capable T.
A. agencies. Government has several resources for such a contract or set of
contracts: a special training developed to meet the service needs of
family day care providers, l-reas Start’s Resource Access Project, and child
care agencies which provide technical assistance to other subidized child
care programs.

Preschool Incentive Grant funds from PL 94-142 could be used for these
purposes if necessary.

4. The federal and state offices of Special Education can help meet the child
care needs of exceptional chi’dren.

With technical assistance from federal and state government, local districts
can identify child care as a child’s need or Individual Education Plans (IEPs),
can assist parents to find child care by working closely with the local child care
information and referral agency, can assist local child care ncies to enroll
exceptional children, and can work with school district child evelopment pro-
grams to include additional exceptional children.

The Committee recommends that programs such as Berkeley, CA Unified
Schools’ joint children’s center/special educatic 1 program, be a national model.
In this program, special education teachers, aides, and pupils are in ted
fully with the teachers, aides, and children of the district’s largest child care
center. Similar integration can take place within Head Start, Titie I Pre-Kin-
dergarten, and other child development programs.!

Funding, Fees, cnd Rates

A middle ground between no fees and full cost seerns most appropriate for &arents
whose exceptional children require child care. Parents who testified at the mmit-
tee’s hearings cecommended a fee schedule which includes:
A means test;
No charges to families below the poverty level;
A sliding scale for families between the poverty level and the State median
income level; and
A maximum fee no greater than the “marketplace cost” of child care for a
non-handicapped child.

This last figure wouid make this fee scale unique. For example, in most California
communities, child care currently costs about $50/week for preschool aged chiid
who is not handicapped. If an exceptional child’s program cost $75/wee's, the par-
ents would still pay no more than $50 and the difference would be met through
public resources.

The Committee recommends the adoption of such a scale.

IV. ConcrusioN

The Committee focused mainly on children who are substantially handicapped.
This report gives attention to the needs of th.se children and their parents. Among
the recommendations which address these needs most directly, are:

1. recognition of the necessity for communities to establish and to support
after-school programs for older exceptional children and youth;

2. attention to family’s respite needs; and,

3. school districts pursuit of a model which integrates children’s centers and
special day programs which are part of the special education program.

However, children with substantial handicaps were not the Committee’s sole con-
cern, and the need to serve those children in child care programs was not the only
need identified. AFout five out of every six exceptional children are either mildly or

! The Berkeley program is a model of integration during regular school hours. However, funds
are insufficient to provide extended day care to the program’s disabled children. '
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moderately delayed or disabled. These children should have immediate access to all
child care and development tﬁmm' subsidized and nonswbsidized.

If our nation is to meet the Committee’s goals and recommendations, leadership
from the professional associations, the college eam&uss:s, the State Departments of
Education, the State Councils on Developmental Disabilities, Legislatures, Gover-
nors, Congress and the President will be needed.

PREPARED STaTEMENT OF LEONARD D. BOoRMAN, PH.D., PRESIDENT AND FoUNDER OF
THE SeLr-HeLp CENTER, Evanston, IL

My name is Leonard D. Borman, Ph.D., aund I am President and Founder of the
Self-Help Center located in Evanston, Illinois. It was established in 1974 at North-
westcrn University as the first such clearinghouse in the nation, and we spun off in
1980 to become an independent non-for-profit agencg. We have beccme a model for
the establishment of similar clearinghouses in two dozen places around the United
States, three of which aie statewide in scope. A bill has been introduced in the cur-
rent. session of the Illinois Assembly to establish a statewide clearinghouse in Illi-

nois.

These self-help centers or clearinghouses have become “new social instruments”
to help in the formatior of self-help support groups for persons and their families
facing a variety of conditions and afflictions. In a recent handbook which we are
publishing focusing on resources for the developmentally disabled and handicapred
in the state of Illinois, we identified over 400 groups for nearly 134 distinct develo
mental disability conditions in the state of Illinois. The experience of the Self-Help
Center, as well as that of other centers, har demonstrated major strategies for
strengthening, linking, and sustaining self-help/mutual ai:algsroups. The first is an
information and referral strategy that provides professionals, the public, and the
media with information on gaining access to self-help groups. This 18 accomplished
Erimarily through the publication of an updated directory and provision of a 24-

our telephone service. .

The second strategy used by self-help centers is to provide consultation and train-
ing in the formation of new groups. This is training directed toward both profession-
als and laymen, and is designed to convey an understanding of the unique nature of
the self-help process and its application to specific populations.

The third strategy is to provide assistance to groups already formed. Self-help cen-
ters can help existing ups to expand their networks, increase recruitment,
strengthen organizational capacity, or produce new educational materials. .

In recent years, an impressive array of research findings has indicated that these
self-help support groups provide enormous benefits to the participants and the mem-
bers of their families. Not only 42 these groups provide important up-to-date infor-
mation, but they provide a network of emotional and social support to persons
coping with a vuriety of conditions. 'They serve to link memters to an active ex-
change network that enhances functioning and mitigates distress. Not only do they
operate through meetings that are held at regular times, but they £mﬁde uccess to
their members and others through telephones, newsletters, friendly visits, special
gatherings, or conventions. Unlike most forms of help and support offered through
neighborhoods, agencies, or families, self-help/mutual aid groups represent dis-
persed networks that have the potentisl of developing affiliations nationwide.

Since the develog:;ent of Al-Anon in 1954, it has become clear that self-help/
mutual aid groups have the potential to aid family membere who are “one step re-
moved” from an individual who suffers from a jicular condition or afflicticn.
Over the past 30 years, a great range of groups been formed to help parents,
children, and other family members to cope with the special problems presented by
a family member. Research of such groups indicates that participants are better in-
fom:sed and more involved in relevant communication networks than non partici-
pants.

Reseurch on self-help groups also reveals that these groups supplement and do not
sufplant professional services. At the same time, professionals and agencies can be
helpful in encourazin: the formation of groups, making information available to
their constituents, ard helping to publicize the value and presence of sucl groups in
their communities.

Basic financial support for self-help clearinghcuses and self-help groups has come
primarily from the members themselves, local, and private sources. At the same
time, it ap clear that there is a role for public support at variaus levels includ-
in%t_he federal government. As in Canada, federal support could provide help in the
publication of information on groups, the development of directories, the utilization
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of computerized resources, and providing access to 800 telephones lines on the loca-
tion of groups. In addition, opportunities for workshops and conferences could be
supported through federal agency funds so as to enhance the dissemination or utili-
zation of self-help groupe throughout the land. Research and the publication of find-
ings could also be supported.

In summary, th:e findings on self-help groups are impressive. They represent low-
o6t or no-cost resources for vast segments of our population coping with develop-
mental disabilitiee, chronic conditions, and other afflications. They strengthen the
voluntary component of our society while providing new resources to be utilized by
professionals and agencies.

I would hope that the Senate Select Committee would give special attention to
this new and vital resource that could be strengthened acroes the country.

NATIONAL CHILD ABUSE COALITION,
Washington, DC, March 31, 1985.
ANN ROSEWATER,
Select Ccmmittee on Children, You'h and Families, 385 House Annex 2, U.S. House
of Representatives, Washington, DC.

Drar ANN: In talking to Judy Weigs this week she mentioned that you were inter-
ested in information about abuse of disabled chil” cen. While I do not have any ma-
terial on the incidence of abuse among families with a disebled child, other than an
accepted recognition that those children are highly at risk of abuse, I do want to
pass along some information on programs to prevent abu~e of handicappad children.

First is a copy of relevant pages from a new publication of the National Commit-
tee called Child Care and the Family. Second is a colle.tion of articles about a ter-
rific program in San Antonio called Project Any Baby Can that has had great suc-
cess in helping parents with disabled children.

i wish I could go to Anaheim for the hearing. I'm leaving for vacation in Califor-
nia on Tuesday and coming home just before then.

It was wonderful to see you at the Hexagon show. Thank you very much for
comin%e\:le had quite a succees this year end you helped!

t regards,
TromAas L. BircH, Legislative Counsel.
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Child Care
and the Family

David B. Friedman, June S. Sale, and Vivian Weinstein

Nationas Committee for
Prevention of Child Abuse
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the United States there are undoubtedly many 12- . .d 13-year-
olds who are capable of baby-sitting. In general, however, school-
aged children do not have the knowledge or mature adjustment to
be given the full responsibility for child care. Also, shouldering
this burden in some cases robs children of important childhood
experiences.

The danger of using untrained and inappropriate baby-sitters
because of the potential for ac sidents and child abuse has been
recognized only' recently. Many pediatricians and other health
professionals working with families place this issue high on their
list of subjects to be discussed with parents. In some com-
munitigs the Red Cross, the schools, and youth-serving agencies
such as the Girl Scouts, the Boy Scouts, and the Camp Fire Girls
have organized classes to improve the quality of baby-sitting
among teenagers.

Parents should exercise care in choosing babv-sitters. Once
selected, the sitter should be given instructions regarding ac-
tivities with the chila and disciplining the child. The sitter's
behavior should also be clearly circumscribed. Drinking, smoking,
using drugs, using the telephone to talk to friends, entertaining,
and other potentially dangerous activities should be forbidden. It
is also important for the sittor to have in writing the telephone
number where the parents or some other responsible adult can be
reached as well as emergency numbers for the police,
paramedics, and fire department.

It would be wonderful if all paients knew where to obtain baby-
sitling services. This would minimize the possibility that children
would be left alone or left in the care of inappropriate or incompe-
tent adults or children. Every community and neighborhood
should have a pool of reliable, experienced baby-sitters. Alter-
natively, frnends or neighbors could band together to exchange
baty-sitting services. Helping to develop such an arrangement or
pool or hot line could be an exciting and worthwhile project for a
group of community volunteers,

Handicapped Children?

There are many working families tha require before and after
school care, night care, weekend care, and respite care. Similarly,
there are families that require care for children who have needs
different from the needs of their contempo. >ries. Day care should
be structured to mz=et the needs of all families, includirig those
with children who have special needs. These children are at
higher nisk for abuse, and child care can be important to the
prevention of such abuse. An example of a program that meets
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the needs of such parents is Project ABC (Any Baby Can), which
links children with special needs to appropriate services at the
earliest age possible.*

Services for children with developmental and physical han-
dicaps are rapidly changing as educational, health, therapeutic,
and social agencies adopt programs to meet the mandates of
Public Law 94-142 (Education for All Handicapped Children Act)
and other federal and state laws. These iaws promote the inclu-
sion of all children in programs that meet their developmental
needs regardless of their handicaps or medical records.

Parents can be helped greatiy to accept their child's disability
in a supportive setting where concerns and common problems
can be shared among parents during visits, conferences, and
parent get-togethers. No one can argue against the positive ef-
fects of providing a warm, loving, communicating environment for
children experiencing mental, sensory, motor, or emotional han-
dicaps or children with health impairments. Day care can provide
for the majority of needs for the handicapped child under 24
months of age, although some children, such as the deat child,
may require special activities to meet specific needs, and ap-
propriate consultation should be sought.

As the handicapped child grows older, specific interventions
beyond the capability of conventional child care programs may be
requiredd. The child care staff, working with appropriate con-
sultants, can devise mechanisms to ensure that all children are
appropriately assessed to detect delays in communication and in
social, motor, and affective skills. If atypical patterns are
detected or suspected, consultation should be sought with health
and educational professionals skilled not only in diagnosis but
also in assessing functional abilities and developing appropriate
intervention plans and services.

As the child increases in age, the specialized needs of the child
often become more pronounced. Day care programs must
establish a policy in consultation with parents and health and
educational personnel regarding the program's ability to meet in-
dividual needs. For school-age children the educational and
therapeutic needs of the child most frequently are met t:* the
public schools, and the child care center provides the before and
after school supervision required by working parents. Most
schools are implementing mainstreaming programs, and
mainstreamed handicapped children may function very well in
day care programs along with nonhandicapped chitdren.

* Further information about Project ABC can be oblained trum the San Antomiv Chapter of
NCPCA 1011 W woodtawnn San Antomio, TX 78201 (512) 732 1051
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The majority of children with mild handicaps are not identitied
by age 24 or 36 months. These include children with mild mental .
retardation, mild-to-moderate speech and language disorders,
and learning disabilities. These children are best served in set-
tings that enhance their toial development; day care programs of
high quality provide such settings. Severely handicapped
children, on the other hand, may require more specialized day
care that can bs provided only by a trained family day care pro-
vider or in a special day care center.

An often neglected aspect of day care is respite care - the ser-
vice provided a family on a short-term basis to allow a parent a
few hours of relief from the care of a severely handicapped child.
A very young child generally poses few problems during such
respite care periods, but the older, ambulatory child may need

more specialized care and supervision. Each program must

carefully evaluate its ability to provide high quality care for these
chlidren with special needs.

It is universally recognized that handicapped children of ali
ages are at greater risk for abuse. Caring for a child with soeclal
needs creates great stress in families, and child care, both respite
and ongoing, has been shown to be one of the best approaches to
preventing such child abuse and neglect.

Crisis Child Care

Another form of child care is the crisis nursery or the crisis child
care center. These are centers to which parents who feel over-
whelming em._tional stress or pressure can bring their children
unti! they are able to cope. This gives parents the opportunity to
express their anger and frustration appropriately and to pull
themselves together rather than exploding and taking their feel-
ings out on their children.

The first crisis center was established in Denver, Colorado, in
1973 as part of an overall child abuse prevention package. The
center has remained an integral part of this ploneer program.
Since 1973 many crisis centers have sprung up across the coun-
try, such as the El Paso Crisis Nursery in Texas. Some centers
provide minimal services, their main purpose being to provide
time away from their children for harried parents. Others provide
broader services for both parent and child. All can be truly effec-
tive only if they are open around the clock and if they establish ap:
propriate ties with other corhmunity services. For these reasons,
an established chiid care facility, especially one associated with
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{From the San Antonio Express News, Tuesday, May 29, 1984)
Prosecr ABC Assists FamiLigs

(By Edna McGaffey)

Nicole and Nick Anthony Almendarez will be four years old in July but unlike
other youngsters their age, they are not talking and running about.

The twins, born three months premature to Jackie and Nick Almendarez, spent
the early menths of their life in a reepirator. When they were about a year old, the
developed cerebral palsy and other severe complications. In the meantime, the Al-
mendarezes decided to have another child which is 10 months old. .

Before the twins could be released from the hospital, Jackie had to iearn to drain
the fluid from Nicole’s head (she has water on the brain and is mentally retarded)
and to feed Nick Anthony through a tube in his stomach and to clean and change
the breathing tube in his trachea.

Monumental lems like the ones the Almendarezes have are being faced by
many families, Dr. Marian Sokol, director of Pruject Any Baby Can (ABC), eays.

“ exist in the community to help these handicapped childrené:::t per-
ents often don't know how to fiad the needed service. For this reason the Anto-
nio Coalition for Children, Youth and Families established Prciect ABC to iden
and secure help for the many handicapped and high risk babies in the community.

Sokol :’ybs medical advances have made it le to save the lives of more pre-
mature ies. Unfortunately, these infants often develop long-term disabilities
from early lack of oxygen to the brain. .

Respiratory disease is prevalent in premature infants, and they are susceptible to
cerebral palsy. Auditory impairment and delayed language development also are
common.

“Project ABC serves as a central clearing house that refers families to 150 agen-
cies, clinics and Bupport groups,” Sokol says. “We ‘case manage’ clients until they
receive needad help.

Project ABC is assisting the Almendarez family obtain respite care on a alidlnﬁ
fee basis. As a temporary measure, the project paid for a nurse so the parents coul
Eio out together for an evening—something they had not been able to do for a long

me.

“Initially, we concentrated on serving preschool children, but we are beginning to
focus on early childhood,” Sokol says. . .

Pre-teens sometimes develop disorders that are difficult to disgnose and require
long-term specialized care. For example, Tony Sollars, 9, son of Steve and Candy
Sollars, began grimacing, arm jerking and ma.l{ing strange throat noises about

years 8go.

Initﬁly, teachers and physicians thought Tony was a behavioral groblem. Final-
ly, after much effort, the Eoﬁsm found a doctor who recognized that Tony had Tour-
ette Syndrome, a rare neurological disorder which can be disabling.

Candy says this a.sability manifests itself by multiple transitory tics, such as
those mentioned above, that change from one area of the body to another after sev-
eral days or weeks. In advanced stages the disorder may cause the loss of the ability
to control e, resulting in repeating and the use of obscenities. The condition
can be controlled fairly well with medication. .

Tourette Syndrome shows up in children around age 6 or 7, Candy explained. Re-
cently, her other child. a daug ter, age 7, was diagnosed as having the disorder.

After reading, slt;gymf and coping with Tourette Syndrome for three years, Steve
and Candy organized a local support group in April. It is the Central Texas Area
gziapt:ﬁ of t}getNational Tourette Syndrome Association. Already 150 people are on

e mailing list.

Cand%says, “We are working through Project ABC to let families know about our
group. We can put families in touch with local physicians familiar with the disor-
der, and hel nts learn to live with children who have it.”

Project ABC was established as a model effort two years ago because educators,
therapists and social workers were convinced a need existed for the service,

“At that time we were not aware of the intensity of the problems faced by fami-
lies of multxlple handicapped children,” Sokol says. “More than §00 babies have been
provided he Jo, and we receive 50 new cases each month.

“Parents don't expect their children to be less than physically and mentally per-
fect. When their child is medically impaired, it's a shock. They need to become ex-
perts in an unfamiliar area.

“Hopefully, we can make the parents’ job easier by taking the frustration out of
applying for financial aid and securing help from social service agencies.”
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Project .«BC offices are located in the Santa Rosa Children’s Hospitai. The San
Antonio Coalition for Children, Youth and Families i8 the non-nrofit umbrella
agency through which the federal grant was received for the model project.

{From the San Antonio Light, Sept. 21, 1984)
Prosecr ABC Recoonizan ror Service

(By K~ri Guten)

It was supposed to be a zurprise. The engraver blew it, however, by calling the
Project office to see ho:rrt’ixey wanted to be listed on the plaque tgey w:;t)ﬁd be
getting fror the United States Department of Health and Human ervices. .
“What award?” they asked in unison from their office in the Children’s Hospital
Ambulatory Care Center at Santa Rosa Hoepital.
Presented by John Daeley before Mayor Henry Cisneros at City Hall yesterday,
ti;e DHHS'’ Regional Director's Award from: the Administration on De.
velopmental Disabilities. It is the top award for excellence within the five-state

on.

‘Project ABC was chosen because of activities that provide assistance to children
needing referral service, but they were chosen mostly because they involve volun-
teers and the private sector. There is a push from the federal government to get
volunteers involved because of planned cutbacks in fun ,” says Lauro Guerra,
program specialist with the Administration on Developmenta. Diaaﬁlities._

Project ABC three years ago as a model project under the auspices of the
San .‘{nt_onio Coalition for Children, Youth and Famdies. Its p is to act as a
i:learingnouse for parents with children age 0 to 8 experiencing evelopment prob-
ems,

Because of the diversity of agencies and also because of overlapping of some sery-
ices, parents were often unsure of where to turn to proper assistance with problems.
By gathering all aiencies under the umbrella of Project ABC, parents now have one
central office which deals with referrals and guides parents to the proper agency for
the best service possible.

The service is free, Support comes from *he Texas Developmental Disabilities Pro-
gram, the City of San Antonio, the Hogg Foundation in Austin, private donors and,
a8 of this year, from the United Way. However, funding from the TDDH and the
Hogg Foundation ends this year and other sources will need to be found to augment
about $60,000 of the 1984 budget of $167,000. .

“It will be beneficial for those who give contributions to see the kind of recogni-
tion we've received,” says Esther Lares, fisca) manager, of the regional award.

Awards aside, the figures supplied bﬁr the staff’s sixth full-time member—the com-
puter—speaks well for the success of t e 9project.

Since the program began in June of 1982, 977 cases have been handled, resulting
in 1,400 referrals to more than 197 agencies. The success rate runs around 63 per-
cent of those referred receiving direct help.

[From This Week, Sept 12, 1984)
KNow A BABY WHO NEeps Herp? CALL ProJECT ABC—DiaL 228-2ABC

(By Marjorie George)

" Inéggine the anguish of having your baby born with—or develop—a debilitating
andicap.

Now imagine the technology to help your baby exists, the medical breakthroughs
have been made and programs have l?een implemented, but your baby ien't benefit-
ting because you don't know how to get into the system.

Imagine the frustration of not being in contact with special schools, state pro-
grams or more than 140 agencies in Antonio who might be able to help your
child, only because you don't know who to call or what questions to ask.

This was the nightmare that used to exist for many parents in San Antonin, It is
the reason Project ABC was founded.

Project ABC—Any Babi Can—is a clearinghouse, a networking organiz.tion that
puts families in touch with those who can help. It concentrates on ph{sically handi-
capped, developmentally delayed, mentally retarded and high risk infants anc ~~:1
dren of preschool age.
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To full& understand Project ABC you must know how it came into being. In 1981,
Marian Sokol, Ph.D., was teaching in the early childhood and special education pro-
grams at San Antonio College. She was also involved with the San Antonio Coali-
tion for Children, Youth and Families. That year, a task force of the Coalition
wanted to do something for parents of special children. “We decided the best way to
find out what we should do, what these parents really needed, was to ask them,”
says Sokol. “We were not prepared for what we heard.’

at they heard was that at a time when parents were faced with the most criti-
cal decisions regarding their special children, they didn't know where to go or what
questions to ask. “Because our society has become 80 sophisticated, instead of deal-
ing with one doctor, they were dealixg with several es‘fecialists, and nobody was look-
ing at the total situation,” says Sokol. “We talked to one mother who made 22
phone calls to find out where to go for help for her child.”

Agencies who couldn't help a child might not kaow other agencies who could
help. Or a child would get into a special p , only to find transportation was
not provided and nts had no way of getting the child to the pmgram.

While all school districts must serve handicapped children  to 21, each dis-
trict has its variances. In some districts you go to the central office, in others you go
to the nearest elementary school, in others you go to a pupil appraisal center. And,
if the child is blind or deaf, it can be served starting from birth.

“This sort of thing caused a lot of frustration, confusion and anger on the part of
parents,” says Sokol. .

Being primarily educators, the task force decided to publish an information book-
let. For the next eight months, the 12 volunteers looked for every program for spe-
cial children that existed in San Antonio. The task was monumental, and frustrat-
ing. When it was decided to include which day care centers will take handicapped
children, for instance, they went to the Texas partment of Human Resources who
licenses day care centers. That agency said it would love to tell the group what day
centers took handicapped children, but it didn’t know, instead of information,
TDHR gave the group 400 stampe.

Eventually the task was completed, and the book printed. But instead of *he job
being completed, it was just beginning. “The San Antonio Light ran a story on the
book,” recalls Sokol, “and we were just deluged. In two days I got 37 phone calls
from parents who necded this type of information and more.

The temporary project became a permanent one, to be called Project ABC—Any
Baby Can—because Marian Sokol believes any baby can reach his maximum poten-
tial with the right help. Sokol left her teaching job to become project director.

Since Project ABC oﬁened its doors in early 1982, the organization has referred
over 1,000 babies in a thousand different ways.

There are the twins, Jason and Jacob Herrera who were born premature and de-
veloped respiratory problems. When Jason went through a six-week battle with a
bacterial infection, Project ABC was in touch with the young mother almost daily.

There is Juan Jose Pena who was identified at birth as having periods of apnea,
cessation of breathing known commonly as sudden infant death syndrome. Being on
an infant monitor would identify those periods so that his mother could revive
him—literally save his life. The monitors are readily available, but his mother
didn’t have the $200 to $300 a month to rent the machine. ABC loaned the monitor
{they own four of them) and Abbey Medical graciously maintains them at no charge
to parents or ABC.

here is the child whose family called last week because he has a speech ‘)‘roblem.
He'll be four in November. His parents didn’t know how to contact the school dis-
trict or what services the district could provide. They didn't know that at nie three
the child was eligible for speech therapy. ABC set up an appointment for the child
with the district; he'll be seen next week.

There is the family with seven children, the youngest of whom has been born
with Downs Syndrome. ABC will tr{lto get the child into an early intervention pro-
gram, will place a dozen or more phnone calls, will find out where the waiting lists
are shortest, will look at transportation needs.

There is the father of a young child who was develcping right on schedule until,
suddenly, at 18 months of age the child be%an having seizures and convulsions,
eventually regressing to a developmental level of five months. Not only did Project
ABC find the agencies that would help the child, they dealt, very lovingly, with the
denial the parents were experiencing.

The father said it all when he wrote, “If pros ive parents were given one wish,
most would wish for a child who is healthy an whole. When a child is born with a
disability or suffers an impairment at an early age, the impact on the entire family
is devastating. Parents are simply not prepared for it. There are few answers, major
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new responsibilities, and a general feeling of helplessness; parents don’t know where
to turn, or whati todo next , . .”

The Project ABC staff consists of six, including a degreed social worker with 22
years exgﬁgence and an assistant who has personally experienced being a handi-
ca child,

e staff “case manages” each of the 45 to 50 referrals each month. That means
after being in daily contact with parents until the child’s needs are met or he is
placed in an appropriate Tgrogram If they set up an appointment for Johnny to see
an orthopedic doctor on esday, on Wi esdaJv ABC will call to see if the appoint-
ment was kept and what the results were, If ohnny then needs special shoes and
the family can’t afford them. PrOfect ABC will ﬁeabout trying to find some at little
or no cost. When Johnny’s problems have all n adequately solved, the case is
“closed.” Of the 1,000 refe so far, about 600 are cl cases.

In addition to these cases, another 456 to 50 calls for information only come in
each month. Perhaps it is a mother looking for & summer camp for a handicapped
child, or a parent wanting to find a day care center on the northwest side of town.
These calls are documented, but not case .

Because the agency is there to funnel through, a lot of other things also have hap-
Pened. Last December they were asked if th:ly could use some shoes for handx;?;ipped

i i d, 400 pair of shoes were delivered. On

dren at no charge,” says Sokol.
Parent sglgport groups also have been spawned through ABC. The parents of a
ourette kliyéndr%me—a disability that manifests itself by n}ultiple t;iesi
grimacing, arm jerking and throat noises—started a su port group of nts o
childrer who have to live with this rare disease. In Apn'g, the Central Texas Area
Chapter of the National Tourette Syndrome Association was formed; it already has

ers of infants on apnea monitors.

Other needs also have been identified. One of the real needs of parents of disba-
bled children, says Sokol, and one that is often overlooked, is respite care, just get-
ting out of the house occasionally. So Project ABC has trained a group of Lee High
School juniors and senjors as babysitters. Jl'he students had already taken child care
and development courses, but they spent additional long hours leami:ﬁ how to care
for the handicapped child. Their services are not free, but they are available.

A crisis fund was developed when parents who lost a baby requested donations be
sent to ABC in lieu of flowers. It hag been added to and is used very judiciously.
“When we find farents who are in severe financial difficulty we go to the crisis

- It might be to provide formula, which for special babies can run

6 to §8 per can. It might pay for insulin and syringes for a diabetic baby. Recently

the crisis fund was dipped into to hel provide cleft palate surgery for a three- ear

:'ld girl. Other help came from area Kiwanis clubs and a surgeon who donated his
ime.

The Project ABC offices are housed at Santa Rosa Children’s Hospital, but are not
funded by the hospital. At ‘ts ince tion, the model project received a grant from the
Texas Developmeatal Disabilities - But because it was funded as a unique
model, the funds had a three-year time limit, and the three years end in 1984,

Since its boginning, other sources have been found, but they are never enough.
Some money comes from the H Foundation for Mental Health in Austin, but
that money also terminates in 1924, The city of San Antonio supports the project,
and after a long battle it was recognized as a United Way Agency.

“But,” cays Sokol, “what we need more than anything right now is money on
which to operate.” She is not above doing whatever she can in that effort. Last
spring she called Rabbi Harold Kishner, author of “When Bad Things Habpen to
G&od People,” and asked him tc come to San Antonio to speak. Proceeds from the
benefit went to enhance the crisis fund. “I can’t helieve I had the nerve to do that—
just call him up,” chuckles Sokol.

And, also recently, Humana Women’s Hospital asked Project ABC to run its gift
shop and funnel profits into the Project’s budget. Humnana donated the space and
3Jave the project an interest-free loan to purchase inventory for the sht}p.

In Sokol’s word, Pro{"ect ABC has simply “mushroomed.” “None of us knew the
need was 8o great in the beginning,” sag‘s) Sokol. “And I worry about how we will
keep going—but I know we can’t stop.” So she continues to pass out literature and
make phone calls and hope that people will hear and respond. Because Pro{,eg ABC
believes that Any Baby Can, and every baby deserves the chance to be the best that

e can be.
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Sibs of Children With Chron.c Conditions:
Counseling Coasiderations’

Mary C. Cerreto, 0

Child Development Division, Department of Pediatrics, University of
Texas Medical Branch, Galveston, TX 77550

The families of handicapped and chron’sally ill children are receiving
increased: attention from health professionals. The benefits of treating the
child within a family context go hand in hand with a recognition of the family
as the child's primary interaction environment aad the crucial social institn-
tion for child development. It is generally recognized that the child is best
served by working "ath the family and that parental involvement is critical to
therapeutic effectivenrss. Reports and studies of the *“handicapped fariily,”
however, have been limited primarily to considerations of the parent and
affected child in a variety of areas: informing the parents of diagnosis {1, 2}
counseling concerns {3-7}; characteristics of the parents [8-10};impact of the
child on the parents {11-15]; and educating the parents about handicaps {16,
17).

The t- thers and sisters of handicapped and chronically ill children have
beep sorcly acglected. Even those studies that address the impact of a
handicapped child on the family make scant reference to the effects on normal
sibs [18-22).

With the growing interest in the effects of a handicapped child on the
family, a series of anecdotal and clinical reports have been published
indicating thzt the normally developing brothers and sisters in these families
may be at high risk for a variety of disorders. There now exists a small body of
empirical literature addressing the impact of a handicapped child on the
ncrmally developing child and noting both the positive and negative effects of
this impact. As a whole, these studies delineate the concerns of sibs and
provide direction for counseling and other (herapeutic intervention.

IMPACT ON SIBS

“That the eRects of having a handicapped sib are long-lasting and far-
ranging is underscored by Cleveland and Miller [23], who studied the life
commitments of adult normal sibs. A questionnaire was mailed to 194 adult

*This work was partally supported by grants 90-C-1772 anu 90-CW-646 from the Department
of Hlealth and Human Services, Office of Human Development, Administration for Childsen,
Youth and Families.

Cerrcto MC: Sibs of children with chronic conditions: Counseling cunsiderations. In
Fine BA, Paul NW (eds): “Strategies in Genetic Counseling: Clirical Investigetion
g&xglﬁ';mz Plains, NY: March of Dimes Birth Defects Foundation, BD:OAS

18 | .




older sibx of adult mentally retarded persons; 109 were returncd and 90
analyzed. The oldest female sibs reported significantly more responsibility for
the affected child while growing up and sccking significantly 1nore profcs-
sional counseling as adults than older brothers. Many more females reported
cntering careers in the helping professions of teaching, social work, and
nursing. Only females reported lack of sufficient attention from purents and
influences on their decisions to have children. Brothers reported significantly
less knowledge than sisters of family discussions about placing the child
outside the home, and less knowledge about mental retardation. More
frequently they also reported being told nothing by parents and seeking
genetic counseling before having children of their own. While other studies
have looked at the adult sibs of handicapped persons (Grossman {24]). none
has so clearly depicted the major adult life decisions niade on the basis of
growing up with a sib who had mental or physical problems. The Cleveland
and Miller study {23} noted the impact upon major life areas of career and
family planv.ing. It also noted that effects may be very different depending
upon the sex cf the normal sib.

If we have some indication that the impact of having a handicapped sib lasts
into adulthood and affects mzjor areas of life, what do we know about the
range and prevalence of the impact on the normal sibs during childhond and
adolescence? Reports are varied, and few compare sibs of handicapped
children with sibs of normally developing chldren. In a survey of sibs of
children with congenital heart disease, Apley, Earbour, and Westmacott (25)
report that 27% of the sibs had behavior problems, 13% had somatic disorders,
and 24% displayed both types of problems. A study of the sibs of children with
leukemia {26} found evidence of headaches, anxiety, school phobia, poor
achievement, depression, and recurrent abdominal pain in approximately 50%
of the children. Similar probleras have been noted in the sibs of children with
spina bifida [27], cystic fibrosis {28), mental retardation {29, 30}, Down
syndrome, and cleft palate [311.

The literature, however, is Ly no means uniform in reporting a higher
number of adjustment problems ia the sibs of handicapped children. Gath
[31] found no significant differerices in teachers’ and parents’ behavior
problem checklist ratings of sibs of children with Down syndrome, cleft palate,
and normally dcveloping children ages 8 to 12. Other investigators have
reported similar findings (ie, Gayton et al {32]; McHale et al {33]). In fact,
McHale and her colleagues [33]} found that children with handicapped sibs
were perccived as more supportive and accepting and less hostile toward the
handicapped child than sibs of nonhandicapped children. The children
themselves also expressed similar feelings about their brothers and sisters. The
integrative effect that a ret> cded child may have on the family has been noted

= by Robiason and Robinson [34].
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FACTORS INFLUENCING ADJUSTMERT

The investigation of factors that influence the psychosocial adjustment of
the sibs of childzen with chronic illnesses and handicaps has led toa search for
those variables that may be manipulated to enhance the coping abilities of the
children. For a complete review of these factors, the veader is referred to
Simeonsson and McHale {35). A large number of variabies have been
investigated and it is difficult to draw definitive conclusions, Additionally, for
the most part, the variables that are reported repentedty in the literature are
stable characteristics of the sib, family, or handicapped child, characteristics
such as age. sex, and socioeconomic status. While it will be important for
counselors to be aware of the differential effects of such characteristics, these
variables are not expected to change through intervention. Simeonsson and
McHale {35) note several varizbles which have been shown to be consistently
related to sib adjustment across & wide range of investigative situations and
methodologies: socioeconomic status (SES), gender, birth order and family
size, severity of handicap, and parental attitudes.

The relationship of SES to the adjustment of the normally developing sibs
in the family has been noted even in the earliest of studies (<g. Farber [20]).
Farber [20} investigated the effects of a severely retarded child on family
integration and noted the differential effects dependent on the family’s SES.
He describes these effects in terms of ihe daily living patterns and value
systems assumed to be associated with SES. Other investigators proceeded to
study how the differential due to SES impacied in turn on sibs. Grossman [24)
interviewed the college-age sibs cf retarded children and noted that the
problems of middle-class sibs apocared to be primarily those of the psychologic
acceptance of 1.2 affected child; the adjustment of lower class sibs was more
closely associated with objective characteristics of the handicapped child,
cspecially in relation te the degree of daily care required. A major factor
involved in the reactions of upper- and middle-class sibs is stigma and of
lower-class sibs is *burden of care™ for the affected child and is a recurrent
theme in studics of the families of handicapped children [30].

These studies were uniferm in noting that the female sibs were more
strongly affccted by the burdens of caretaking than were male sibs. More
recent studics raise the question of an interaction effect between the sex of the
&b and birth order. Both Breslau [36) and Lavigne and Ryan [37) in studies of
sibs of children with congenital disabilities, leukemia, cardiac problems, and
physical problems requiring plastic surgery reported significently more
adjustment problems in younger male sibs. That older sibs appear to be less
affected by the presence of a handicapped child has also been reported by
other investigators {24, 38].

{1 1s clear that the relationship between age and birth order isa complex one
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that merits further investigation. The re'ationship may be very dependent on
the developmental processes of both the children and the family. Since there is
some indication that handicapped individuals increasingly disrupt family life
as they grow older [38a, 39), the family stage at which the sibs are assessed
may be an important intervening variable,

The severity of the child's handicap aiso can be expected to affect how well
thesibadjusts to daily living with a child having a chronic condition. Although
the body of the evidence indicates that sibs are more adversely affected by
more severely handicapped brothers and sisters, such findings are confounded
by othur variabies such as SES, family size, sex of sib and handicapped child,
and pareital attitudes. Systematic study of thesc variables and their relative
contribution to the adjustment of sibs is warranted.

The literature on the peychosocial adjustment of sibs notes the influence
that parental attitudes have on the sibs’ acceptance of the handicapped child,
Open communication about the child's handicap and the ability and/or
willingness of the parents 10 convey positive attitudes about the handicapped
child appear to be impor'ant variables in sib understanding and adjustment
{29, 40-43]. The importance of the variables of parental attitudes js under-
scored because, as opposed 10 variables such as age, sex, and SES, it has the
potential for change.

CONCERNS OF s:BS

Knowledge of those factors influencing sib adjustment is important to the
planning of counseling support and/or intervention with the sibs of children
with chronic conditions. Of equal import to the counselors are the concerns
expressed by the sibs themselves. What are the issues that sibs see as mosy
relevant to living with a hardicapped child? While much of the information
we have about sibs’ concerns as derived from anecdotal clinjcal reports, these
arc consistent in the types of issues and problems expressed by sibs. Posed in
the form of the questions sibs ask, these conserns are listed below:

1) “How do we deal with parents who do not or will not discuss the
hzindicapping condition (eg, mental retardation, muscular dystrophy,
-pina bifida) in the family?" [43].

2) “"What can my handicapped sibling do and what can't he do?* [44).

3* “How did chromosomes cause my sister to be handicapped?*” [44].

4) "Whatis the future going to be like for my brother?" (44].

5) “"How does my retarded sister understand what she has? How does she
understand the world she lives jn? What kinds of feclings docs she
have?" [45].

6) “Docs my brother know right from wrong? Docs he mean what he
does?" [45].

7) “What will happen to my brother if my parents dje?" [43].
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8) “Why does my sister go to the doctor’s so often?”
9) “What does the psychologist do with my brother when she takes him
into that little room? What's in the box she carries?”

10) “My sister has the same parents and grandparents as | do. We have a
tot of things in common. Docs that mecan 1 am going to have the same
protlems she does?” {23, 24, 45-47].

A primary necd that sibs express is one for knowledge and information. The
most common clinic procedure allows for conveying the diagnosis to parents.
Under the most optimal of conditians conveying the diagnosis, and clearly and
understandably conveying the ctiology and ramifications of the condition are
extremely difficult tasks cven between adults. The assumption that parents
can or will, at this very emotionally laden stage of their lives, go home and
convey the information to brothers and sisters may be unfounded. Some
parenis may be embarrassed if their child has a condition such as mental
retardation and may prefer o%ly to tell the sibe that the child is “sick.” Qther
parents may have a difficult time explaining complex disorders such as
Duchenne muscular dystrophy in words that a child can understand.

The c4pressed need for information and knowledge has implications for
clinic procedures and for the role of the counselor in working with the familics
of handicapped children. During the period when the diagnosis is conveyed to
the parents and when initial questions are answered, clinic procdures should
allow for time to be spent with the sibs, alone, or with the parents. The period
directly before the diagnosis may have been a very busy time for the parents
and the affected ctild, onz filled with many diagnostic tests and appointments
with a wide variety of professionals. The sib may be wondering already abcut
what is going or nd may be fecling neglected. Some “special time™ with the
health stafl in the early stages of working with the family may prevent
problems la er.

The health staff may also need to help the parents convey information about
the affected child's specific condition to the sibs. Few books have been written
specifically to fill this need. Notable exceptions are Becky's Story by Baznik
{48} and The Sib Book: A Book ab.ut Facts and Feelings for Brothers and
Sisters of Child,en with Special Needs that is being developed by the
SEAFAM Project at the University of Wastington {49]. For the most part,
however, the bocvs and materials that are appropriate in the healtn education
of the affected child are cqually appropriate for the sibs. Many of these
materials are available from associations formed in conjunction with specific
conditions (eg, Epilepsy Foundation of America, Juvenile Diabetes Associa-
tion, March of Dimes). The Association for the Care of Children's Health
(3615 Wisconsin Avcnue, N.W., Washington, D.C. 20016) distributes a
hsting of matcrials for children that cover 3 wide varicty of chronic illncsses
and handicapping conditions.

fhe satie pachses that cover cativeying informution to parents govern
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conveying information to sibs. Counselors need to be concerned about the
accuracy of information conveyed, the amount of information conveyed at any
given time, and the conceptual level of the information. For young children,
the explanation may need io be very basic, giving only one or two points. Older
children may want to know everything, including the genetics of the condition.
At no age is it appropriate to give incorrect information. Care is also taken not
to place blame on the child or any other person,

Another series of concerns of sibs revolves around their difficulties in

AT s e,

X

interacting with their handicapped brother or sister: B
1) “How do I manage my brother?" {43]. - 5
2) “Am I supposed to discipline my sister? How? How do 1 ge: her to do ¥

what I want her to do?” {45). 23

It is not surprising that sibs have questions about how to interact with their
handicapped brothers and sisters. How to interact effectively with their
handicapped children and how to enhance the performance of good behaviors
and decrease the frequency of maladaptive behaviors are common concerns
expressed by parents. Feclings of sadness, pity, or overprotectiveness often
prevent parents from setting the limits their handicapped children need to
differentiate acceptably; from nonacceptable behavior, Yet parents, as par-
ents, have clear resporsibility for the discipline of their children. With sibs this
responsibility is far less clear. Sowuie of the immature or deviant behaviors of
the affected child may make it sven more difficult to develop effective
methods of interaction with the child.

It is important for parents to convey to sibs their clear guidelines for
child-child interactions in the family. While it can be assumed that praise and
ignoring the handicapped child are interactions that most parents would
permit between their children, the guidelines for punishment are less clear,
The sibs must know for what behaviors, when, and under what conditions it is
permissible for them to punish the affected child. The counsclor can help both
the parents and sibs to learn that physical punishment, like hitting, is not
usually effective in teaching the child to stop or change the maladaptive
behavior. They can be taught techniques like sitting the child in a chaijr or
putting the child in kis/her room for a short period of time.

The largest number of expressed: concerns of sibs, however, appear to
revolve around their ability to deal wiin their JSeelings and how to act in socig/
situations involving their handicapped brother or sister.

1) “Why did this have to Lappen to me?” [43].

2) “How do I handle my hurt feelings when my friends show off al] the

things that their brothers and sisters can do, like play baseball, sing in
the choir, or compete in math club—that mine can't?” [43].

3) *“How do 1 convey ;0 other people that I think living with my sister really

has made me different in very positive ways?" (increased idealism and

i
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humanitarianism [23, 29}, more altruism and tolerance [24, 50-52],
increased feclings of family cohesiveness, more shared empathy with
people.with problems, a greater understanding of the problems faced
by handicapped people {53}).

4) “1 keep fecting that 1 have to do extra things to ‘make up for® what my
brother can't do, like get better grades, or make the first string on the
team” [23, 54}.

5) “How do { explain tomy friends about my sister’s condition?” “How do
I tell a date?” [43].

6) “How do | let my parents know that 1 really resent the amount of time
tt sy spend with him?” [37, 55.

7) “How do [ let my parents know that | think it's unfair that { always have
to babysit her?” [53].

8) “What do I do when other kids tease my brother?” [43}.

Counselors can make parcnts aware that sibs of children with chronic
conditions do have a wide variety of feclings. It is important for parents to
know that their range of feelings is indeed wide—that some feelings are
indeed very positive, and that others have negative ramifications for the
development of the child and for family integration. In many situations,
simply conveying this type of information is sufficient to elicit parents’
behavior change. Parents may then find themselves listening to what the sibs
say from the vantage point of new understanding. They may also make a
concerted effort to enhance the child development of the normal sib by taking
2 new look at the distribution of Fousehold responsibilities and/or the sibs’
extracurricular activities,

The sibs, too, can be helped to learn to more cffectively approach parents,
friends, and others in situations that involve their handicapped sib. Such an
approach is described in the following section.

MODEL PROGRAM DEVELOPMENT

In response to those sibs’ concerns that have been noted both in the
literature and in clinical obscrvation, the Department of Pediatrics at the
University of Texas Medical Branch developed and implemented an orga-
nized program for the school-age (ages 8-12) sibs of children with handicaps
[56] called Skills for Special Sibs. The following description provides a
framework for similar sibs' programs in both educational and clinical
scitings.

initiation Phase

It is wise to remember that sibs’ programs are for the most part preventive
measures. They are designed to help children better understand their own

124

s
S DR

N aee,
R T R O

o,
Ao
AR

e SAE
Tt

e %
200

&
','_'3‘5 ';';.

3

et B

R IS i -




o SR R e R

119

corcerns about living with & handicapped child, and to develop a better set of
emotional and social coping skills. Sibs’ programs are often introduced to
familics without clear linkages between sib problems of life with a hand;.
capped child. It has been noted that the verbal linkages are often not expressed
by children themselves until the sibs reach adolescence and the stage of formal
operational thought. On the whole, people appear o be more inclined to take
action around problem situations rather than preventive ones; therefore,
parents may be reticent to have the normally developing sibs participate in o
group focused on the handicapped child. If parents see that things age
proceeding smoothly in the family, they may be worricd that a sibs’ group will
“create problems that are not there.” They may express a desire to “let well
enough alone.” Life with a handicapped child, as life with any child, has jts
normal number of “ups™ and “downs” and parents are also concerned that
their normal sibs may be indiscrete about what they reveal concerning the
family’s private life. *Kids say the darndest things” is funny until one of thoge
things is a personalized statement that may be wrongly interpreted by persons
outside of the family. Other parents attempt to treat all their children equally
and foirly, and are concerned that a sibs’ group will only enhance the
differences the sib sees between him/herself and the handicapped child,
Parents are also concerned that their normal sibs may come home with
questions that they are unprepared to answer. Questions such as “Why does
my brother have slanted eyes?” “Does my sister know right from wrong?”
*“What is he going to be like when he grows up?” and “Who is going to take
careof her when you get old?"" are very difficult to answer when asked “out of
the blue.”

The initial stagein the preparation of a sibs® group is therefore the sensitive,
considerate preparation of the parents. This includes an open and honest
information exchange about what the sibs’ 8roup can be expected to do, The
procedure utilized at the University of Texas Medical Branch involves ap
initial phone call to the parents and an initial family session for parents, sibs
and handicapped children together. The initiz! ramily session has two goals,
The first is to convey information about the sibs’ group—its purpose,
techniques, expectations, etc. The second is to engage the normal sibs ip
response to questions about life with a child who has mental or physica}
problems. The toneestablished is one of the “specialness” of the sibs of special
children . ... with the understanding that sometimes jt's “special good"” and g¢
other times it's *special not-so-good." Questions begin to set a positive tope:.
*“Wha is the thing you like best about your brother?" They also set the stage
for the future discussion of problems and concerns: “What's one thing
your sister does that you really don't 1ike?" Other questions are aimed
interfaraily relationships: “What's the most important thing you would |i
your parents to know about you?" “What would you like to know about
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brother o sister?” The discussion that evolves from the initial family session is
usually sufficient to alleviate many parental anxieties about their children’s
participation in «ne sibs’ groups.

Parents are told that one of the purposes is to help the sib become a more
informed and skilled person in relation to their handicapped brother or sister.
Therefore, it is reasonable to expect that they will go home with questions that
the parents may now know how to answer comfortably. In this event, the
UTMB staff note that they are available to help the parents productively
respond to their children’s questions.

wogmil Development

The University of Texas Medical Branch siblings program, “Skills for
Special Sibs: Learning to Live With Your Handicapped Brother or Sister,” is
theoretically based in the principles of the Social Learning Theory. It was
desigred to address the perceived needs of sibs to develop better behavioral
skills, to interact with the handicapped child in the family, and to develop the
recognition of their own feclings and the social skills that will enable them to
most productively interact with friends, parents, and other persons in situa-
tions involving their handicapped brother or sister.

The sib-sib interaction component draws on the work of H. Miller {57} in
systematic parent training. His parent training model was adapted to the
cognitive level of 8 to 12-year-old children. Units in this section teach the
children basic rules of Social Learning Theory (ic, that behavior is learned,
that you can change people’s behavior by the way you act), how to praise their
sib, how to effectively ignore, and how to sitdown and talk to someone about a
problem.

The feelings and social skills component of the program draws on the work
of A. Goldstein [58] in the teaching of social skills through Structured
Learmng Therapy. First, a short videotaped vignette is presented. The
children in the taped situation model the learning points for that particular
session. The sibs in the group then role play situations on the tape and are
soctally reinforced for the performance of the correct behaviors and illustra-
won of the learning points. The counselor and the sibs suggest other similar
situations 1o role play to enhance the generalization of learning from the
group scssion to the natural environment. Situations in the second componeat
of the program involve labeling and identifying emotions, preparing for 2
conversation, preparing for a stressful conversation, and handling anger.

Each vignette session incorporates children’s statements that may be vsed
as stmuli for further discussion. For example, in one vignette llana, whoisina
wheelchair, looks at her sister and says, "Sometimes mom and dad don’t
think | can do many things because of this,” as she hits the arr of her
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wheelchair. Counselors use such statements to help the sibs relate to similar
issues in their own family. The variety of handicaps illustrated in the vignettes
also form the basis for teaching facts about different chronic conditions of
childhood including “visible™ handicaps (cg, being in a wheelchair) and
“invisible™ handicaps (cg, having a learning disability).

A homework sheet provided at the end of each session provides a behavioral
assignment to be done at home. It gives the child an opportunity to practice at
home those skills learned in cach session. Discussion of the homework
assignment at the beginning of the following session provides the group leader
with a task around which to review the learning points of the previous session
and to lead into the topic for the current session.

A Children’s Workbook contains a short introduction to each session and
the learning points of the taped vignette. It contains activities for the children
to complete during the session and the homework sheets. A Teacher's Manual
contains the transcripts of each session's vignette, detailed instructions for
conducting the sessions, and additional ideas for role play and discussion.
Sessions can be conducted with individual sibs during clinic visits or with
groups of four to cight in a variety of settings.

CONCLUSION

Being the sibling of a child with special needs has a very special meaning.
Sometimes, this "specialness” is very positive and includes pride in such
cvents as the child's performance in the Special Olympics, a week of good
behavior in schoo!, learning to drink from a cup independently, a family outing
in the community. Those events that may be common to other families and
often saken for granted are seen as joyous milestones in familics who have a
child with a handicap. Sibs €xpress a greater understanding of people with a
wide range of problems and see their own growth and development enhanced
through the expericnces of daily living with a child with problems,

There are other times. however, when this “specialness” may indeed have
negative ramifications on the growth and development of the normal children
in the family. The necessary time that is devoted to the care of a handicapped
child may breed feelings of resentment, jeal~usy, and anger. Their own
opportunities for peer socialization may be curtailed because of responsibili-
ties of caring for the handicapped child at home.

Pareats, counselors, and other health providers need to be acutely aware of
the dual nature of children's experiences in daily living with a child who has
mental or physical problems. Changes in clinic procedures can help the sibs to
gain knowledge and understanding of the nature of the child's condition and
help them feel they are an important part in planning for the child's future.
Open, frank discussions and the skills training approach to helping sibs, deal
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with their cmotions and situations with peers or aduits involving the handi-
capped child will enhance their abilities to cope with their special circum-
stances. Only when we include the sibs in our therapeutic endeavors will we be
ablc 10 s2y that we take a truly integrated “family approach” 1o fostering
optimal development in the lives of children with handicaps,
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ABSTAACT

¥e studfed the health care access &nd utidfzation patti:as for a
strotified random sample of 1726 special education students in five large
metropolitan school systems. Overall, 7 percent of the special educatfon s
students had no regular source of Care, 26 percent had no regular physictan :
and 38 percent had not visited a physicfan in the previcus year; 13 percent 5

hat 70 health fnsurance. Each of these measures was worse for mon-white and

posrer children s 411 as for those whose mothers who had less formal Vs
education. Insurance coversge was assocfated with the Yocation of a regular J
scurce of care and physicfan visits, with 45 percent of the uninsured "
cafidren visiting a physictan, as compared to 63 percent of those with

public fnsurance and 66 percent of those with private f{nsurence. 0dds “\

ratfos for all health care access and wie measures showed striking
Jeographic varfations. Thus, even for childrun fdentified as hendfCapped by
thefr comunities, barriers to health care are evident and are significantly

greater for groups traditionally at risk.
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INTRODUC TiON

Currently, 4.3 afl1{on children are receiving special services within
the natfon's schools because of physical, developmental or educationsl
'm«ucﬂn-l This group of children Comprises approximately 11 percent of

AL

the elezentary and secondary school populatlon.l and s {tself very ‘E:
heterogeneous, composed of youngsters who are “mentally retarded, tard of ;.,:
hearing, deaf, speech tmpaired, visvally handicapped, serfously emotionally “f
disturbed, orthopedically fapaired, other health impaired and (those who) :E
have & specific Tearntng dfsability.*?

The health care needs of special edwcation students are 1{kewise .,
diverse.3 for Bany, the 0='> aujor requirement s a perfodic physical exsm
to assure both the parents and the school thet mo significant sensory,
neurodevelopmental or metabdolic problsm entirely explains the child's . »‘
€ifficulties. For others, however, {acluding many of the mentslly retarded ’\

and those with serfous physical or chronfc health disorders, more extensive
|edical f{nvolvement s required for the prescription, {mplementation and
monftor{ry of therapies.

Hedlth services for the entsre group of specfal needs children hove
taken on particular salfency since 1975, with the enactment of the Education
for A1l Mandicapped Children Act (P.L. 84.342), which mandates that esch
Child be educeted {n the "least restrictive enviromeent® consistent with his
or her needs.!*d serfously handicepped and chrontcally 111 children who
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weuld have been at home or in institutfons fifteen years ago are now
receiving educational service through public school asuspices and many
children with significant handicaps who would Mve baen fn sucf;l schools
are now sttending reguler schools and classes Slongside won-handicapped
mrs."’

P.L. 94.142 contatns no explicit larguege sbout the provision of health
core services to special meeds chiteren.ls3 gt mwmerous educations! and
sedical grovps, recognizing that adequate health care access and wse can be
prerequisite to school attendance end successful school performance, have
Joimd forces to estadlish local, state and federal interagency sgresments
to coordinate and dettver services.5” Anectotsl reports and Individust
project summartes point to the success of specific cffom."’ To date,
however, few investigations have provided basic descriptive information on
the medical ca~e of handicapped schvol-age children.

To exwmine the patterns of medical care access and use smong
handicapped children, the Collaborative Study of Children with Special Needs
{nvestigsted the experiences of a probadbility smple of over 1700 children
in five of the nation's largest school ssstems. This paper presents cata on
sccess to and use of health care sccording to study site, and child and
family background characteristics.

METHIDS

The Collsborative Study was conducted n five large arban school
systems, selected for geographic, socfoeconomic sné ethnic diversity:
Charlotte-Hecxlenburg, North Carolina; Houston, Texas; Milweukee, Wisconsing

Rochester, New York; and Senta Clara County, Californfa.  The
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camunity-based design was closen over a national probability sample pecsuse
such 8 design afforded the opportunity to obtain both mionmy relevant

fnformation and detatled data on local hedlth care and smm education
policfes.

Semple. The smmple was drawn using a stratified random selection
tachnique to ensure adequate numbers of children with more severe dut less
comor. probiems. 0 This method of sampling permits generalizations both for
subgroups of children and for the spectal education population as a whole.
In each site, the specfal education population of children in kindergarten
through sixth grade was divided into three strata based wpon the school's
designatfon of primary Mandfcapping condftion: (1) thosc with speech
fmpairments or learning dissbilities; (2) those with emotfonal and
behavioral problems or mental tmpaiments; and (3) those with physical,
sensory or health fmpafrments. An {nftfa) smple of 3100 children wes
selected, divided spproximately equally across the three strata and five
sites.

From the fnitfal smple, 273 chilidren (9 percent) were ineligible to
participate because they had moved out of the district, were no longer 1in
specfal eduwcation, were siblings of others ¢n the sample, or Md dsed.
Consent was granted for 2048 (72 percent of the e11gidle saplie), from which
& random smple of 1726 was selected for study. A comparfson of the
inelfgible students with the remainder of the fnitial sample revesled that
they were more 1ikely to be speech impaired or lesrning dissbled, but they
did not differ significantly with regard to age, grade, sex, race, or
ethnicity. A comparison of the refusing and consenting cases on these same

measures revealed only one significant difference in one stratum and site,
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for which sdjustment was made when sample weights were constructed.

Measurement. In the spring of 1983, parents were muwu;od for 40
minutes over the telephone in efther English or Spanish by personnel from
the Unfversity of INlinois Survey Research Laborstory. Questions sbout
heslth care access and use ware based wpon those used in the National Health
Interviev Survey!! and the Matfonal Survey of Access to Nedicel care 12
Access was maasured using four indicators: (1) whether the chitdoen 204 o
regular source of care; (2) the location of this regular sources (3) whether
they had o regular physician; and, (4) whether they were covered by 2
private or public health insurance plen. Use of medica) core wes classified
into two types: (1) primary core, composed of services provided by gemeral
practitioners, pediatricians, internists and femily practitiomers; and, (2)
specialty care, Composed of services provided by 811 specialists not Yisted
cbove, except psychiatrists.

The child's primary handicap was derived from the parent report of the
child's "sajor handicapping condition or problem.® For presentation, the
population wes divided into two clusters: those with “high pravalencze®
conditions Including specch, learning, other developmental, hyperactivity,
or emotional problems; and Shose with “low prevalence” conditions, 1ncluding
aental retardation, Down Syndrome, deafness, cerebral palsy, Other
neurological problems, or geners) sedical problems, The child's race or
ethnicity was derived from school records; family size, famfly income, and
mother's education were asked during the parent interview. Based wpon 28
fomily's size and income, 1ts standing relative to the 1982 poverty 1ine was
cmputed.“
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Statistical Analysis. Estimates presented in this PEn2r are based on a
weighting procedure which compensates statistically for the overs_up!ing of
low-prevalence disability groups in the sample. WNWithin each m&. weights
were coputed to generalize the results to the special education population
of that site. These weights were then calibrated to tots) the artual number
of respondents 1n that site, s0 that estimates across school systems raflect
8n approximate average of the fndividual site results. Estimated stardard
errors of percentages, presented in the Appendix, 2150 were computed taking
the sampling design fnto account.

The total sample size of 1726 -is large enough to provide ample
statistical power (greater than .80) to detect small effects.’* within
subgroups power does diminish, but as shown in the Appendix, estimated

standard errors remain relatively small,

Constraints on Inference. Al1though sach of the five samples is a

representative probability sample of that district, their combined results

.Cannot be expected to generalize to a1l school districts across the country.

In particular, the focus on major metropolitan arcas means that, at best,
the findings may be reflective of national urban experience, but not
mall-city o rural experience. Also, because the dats in the study are
cross-sectiondl, direct causal {nferonces are not wrranted.  However,
various statistically significant associations sre described and considered
from both statistical and practical points of view.

RESULTS

Table 1 shows selected background characteristics of the ctudy sites
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with compirable national data if avaflable. Taken together, the five ;
comunities encompassed & broad range of economic circumstances: Rochester 3
and Milwukee were relatively poor communitfes spending higher tﬁ;n average §
swounts on educatfon while Charlotte and Houston had the converse pattern of ‘v”g
being somevhat more affluent and spending lower than average smounts on ’g‘

A

education. Sants Clara County, representing a third pattern, was the most )
affluent district, spending aversge amounts on schools. The percentage of Ta‘a
elmentary school students fn special educatfon 1ikewise spanned 8 wide
spectrum from 8 percent in Charlotte and Houston to 13 percent in Rochester.
Each site had & substantial winority population, comprising at least 40
percent of all elementary school students. In a11 sites but Santa Clars,
Black: were the predominant minority; Houston and Sants Clara had large

By
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numbers of hispanics as well.

Regular Source of Care, Location of Care and Regular Physican.

.
R ot

Winety-three percent of all special education students had & regular source
of care (Table 2). This percentage was fdentical to the national average of b
93 percent for al1 6 to 17 year olds as reported in the 1982 Natfonal Survey
of Access to Medical Can.ls As previous surveys have found, however,

health care access differed by geographic location and child and family
background characteristics.}2+16+17

The proportion of children without a veguler source of care virfed
seven-fold, from 2 io 15 percent, across the five comunities studied.
Houston and Charlotte reported the lowest percentages of children without 8
regular care source (15 and 12 percent respectively), while both Santa Clara
and Rochester had slmost total sccess, with 98 percent of each site's

ponulation reporting such & source.
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6lack and hispanic children were two and three tiés as Vikely as white
chitdren not to have a regular source of care. Poverty status av_t\d. fsother's
education also were strong predictors. mile the trend fo: mother's
education was Vinear, with higher maternal education associated with an
ncreased 11kelihood of the child's having a regular care source, the trend
for poverty status reflected the "U-shaped® distribution that Ms come to be
assocfated with children's sccess to health care since the f=plementation of
lledicaid:“'” Those 11ving between 100% and 2003 of the poverty 1ine were
Tess Vikely to have a regular source than efther these 1iving sbove 2003 of
poverty or those living in poverty. In addition, children with hgh
prevalence handicaps were over twice rs 11kely as those with low prevalence
handicaps not to have a regular care source.

The c=aparsbility between the special education population and the
general urban school-age population ends when the configuration of care
Sources 1s considered: Only 63 percent of the special education students
received their care in private offices as compared with 84 percent in the
general population as reported in the 1982 Access Survey.ls The batance of
care for special education students wes provided in hospital clinics and
outpatient departments (19 percent), other clinics and nefghdborhood health
centers (8 percent), and eomergency roms (3 percent).  Sociodemographic
varfations similar to those for regular care source 2130 were found: those
chil“wen who were white, not poor, or who had better educated mothers were
more 11kely to use private offices than those who were bleck, Mspanic, Yess
affluent, or whose mothers had less education.  Rochester displayed o
configuration of care sources significantly different than the other four
sites, having the lowest percontage of children using private offices (48
percent) and the highest percentage of children using oth"r clinfcs (22
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percent).

When parents of the specisl education students were asked whether their
child had a regular physician, approxisately one-quarter said ;no.' The
proportion was significantly higher--often fn excess of one-third--among the
same groups with a higher 11kel{hood of not having & regular source of care:
blacks, hispanics, the poor, those with high prevalence handicaps, those
with mothers who were not high school graduates, and those Yiving in
Charlotte and Houiton. No “U-shaped” distribution by the faaily's standing
relative to the poverty 1ine was found--the poorer the child's family, the
1285 Vikely 1t was that the child had a regular physicien.

Because study site fs such a strong predictor of health care sccess and
1s associated with di fferent socfoeconomic, racial and ethnic distributions,
the question arises whether differential access to health care persists
within the individual comunities. Table 3 permits a closer look at this
1ssue, using the avaflability of a regular physician as the fllustrative
measure of access. Adjusting for study site, sociodemographic differences

remain: Mnon-whites, poor, near poor and low {ncome children, and those with

high prevalence conditions or porly educated wothers were all at least _

twice as unlikely as their relevant comparison group to have hed a reguler
physicfan. The one site where this Pittern wes broken wes Rochester, in
which the genera) sociodemographic differences observed across the smple
were not statistically significant predictors. While individual sites may
have more or less sevire inequitfes, the general pattern of differential

access to health care remains.

Health Insurance Coverage. Table 4 displays dats on health insurance

coverage by study site and child and family background characteristics. In
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the aggrejaic, S0 percent of the students were covered by a private plan, 32
percent by a public plan, and 12 percent tiad no health {nsurance at al. As
with the other access measures, however, significant differences 1n both the
11ke11hood of coverage and the type of plan were found by soctodemographic
characteristics.

Across the fie communities, the percentage of students ywithout any
health fnsurance varted four-fold, from 7 percent in Santa Clara and
Rochester to 27 percent fn Houston. The sites 8130 varfed in the type of
fnsurance avatlable to the majority of fts children: pudblic $nsurance was
the model coversge in Rochester and Miwaukee while private ceverage
predminated in the remaining three sites.

Rac1al and ethnic differences 2lso were found--only 8 percent of white
children were uninsured as compared to 12 percent of blacks and 26 percent
of hspanfcs. The relative narrowness of the gap between black and white
children 1s due in large part to publfc coversge--50 percent of the black
special education students were covered by Medicatd, Title v, Crippled
Children’s or some other public insurance plan. Mispantcs, in contrast,
were far less Vikely than whites to have had private coversge, yet were
equally 1ikely to have had pudblic coverage, thus producing the three-fold
difference in 1tkelinood of any coverage.

Comparison by poverty status showed roughly simiisr proportions of
uninsured children among all but the not poor, vho wers at least four times
Tess 11kely to be without coverage than those at other income levels. The
relatively equal 1ikelfhood of covcrage wong less affivent groups can be
attributed to a large extent v Nedicald, and a lesser extent to Title v,
Crippled Children's and other public plans. Taken together, public sources
nsured 67 percent of the - or, 35 percent of the near poor and 21 percent
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of the low income children.

Was finsurance coverage assocfated with having a regular source of care,

a particular care setting, and a regular physicfan? Dats pnsent;d i Tedle

5 show thit among students with no health insurance, 20 percent had no
regular source of care and 44 percent had no regular physician. Among those
who were fnsured, those with public coversge were as 1ikely as those with
private coverage to have had s regular source of :are (96 versus 98
percent), but were wore 1ikely to use hospital or other clinics (45 versus
20 percent) and less 1ikely to use private doctor's offices (48 versus 73
percent).

Physician Visits. Identification of a ngular care source, a regular
physicfan and an dnsurance source does not necessarily guarantee that a
child will visit the doctor. Table 6 presents the proportions of students
with primary and specialty care visfts in the last yesr as well a8 the
proportions with no physician visit at all. Overall, 56 percent of the
students had seen a primary care provider and 15 percent hed seen a
specialist, while 38 percent had rot seen any type of physician. As with
the access measures, however, sugroup differences were large,

fhe proportion of children not seeing a physician in the last year
varied almost three-fold across the five comunities studied, from 20
percent fn Santa Clara to 56 percent in Houston, with the bulk of the
difference found in the use of primary care. Only 36 percent of the special
education students in Houston had been to see a primary care provider in the
last year, as compared to 76 percent of the students fn Santa Clara County.

¥ nority children were less likely than white children to have seen
efther a primary- or specialty care physician. Corsidering both types of
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visits, only 48 percent of hspanic children and 51 percent of dlack
children had seen any physician as compared to 79 percent of white children.
Poverty status and mother's education also were strong md?ctors; in
general, higher fncames and more educatfon were associated with increased
use. Mith respect to fncome, however, a “U-shaped® dis:ributfon wes once
again found, revealing that near poor and Yow income children were less
11kely to have seen a primery cere provider in the last year than were their
poorer or more affluent peers.

Differences omong children sccording to their primary handicapping
wIndition were found for both ®easures, with the gap far more pronounced for
specialty care than fcr primary care. Those with Yow prevalence conditfons
were almost three times as 1{kely as those with high prevalence conditfons
to have seen & specfalist fn the last year (30 wersus 11 percent). Even
among those with the low prevalence conditfons, however, 25 gercent had not
seen any physician during the year,

Controlling for study site, socfodemographic differences and health
car: access persisted 1n all but one of the camunities studied. Table 7

displays similer {nformation for health care use--the percentage of children )

without & primery cere visft tn the last year by chiid and family background
charscteristics 1n each of the five sites. Adjusting for study site,
sociodemographic differences not only remained, but n some cases were
further highlighted: non-whites, poor, near poor and low fncome children
and those with poorly educated mothers were two to three times as 11kely as
their relevant comparison groups not to have seen 2 primary care provider in
the last year. Moreover, subgroup differences, espe.fally those by race and
2thnicity, persisted in 811 fyve sites--even thuse thit had made great

strides towards equalfzing access scross groups.
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Sociodemographic differences in utilfzation were found in a7 sites
regardless of the degree of access. However, the data of Tedle ! show that
for individual children, access was a strong predictor of use. ;ong those
using doctor's offices, 71 percent of the children had been to see
plysician, as compired to 51 percent of those using hospita) clinics, 57
percent of those using other clinics, and only 25 percent of those without &
regular source of care. Children who hed a reguler physicfan were twice as
11kely as those who did not to use both primery cere and specfalty care.
Simflarly, children who were insured under either a private or a public plan
were twice as 1ikely as those who were uninsured to visit either type of
physician. '

DISCUSSION

This study examined health care access and use 8mong children
fdentified by the pudlic schools as handicapped and in need of special
education. Although the special education mandates do mot regulate heal th
care delivery procedures, there has been 2 presumption that children with
educational disabilities deserve thoss mealth services that say enhance
thefr sbililty to receive a free appropriste public education. The data
from this study suggest that the health care pattern for children in spectal)
education is greatly inflvenced by the city and state in which they live,
their race or ethnicity, and thefr sociceconomic background. Participation
in specfal education does not necessarily guarantee improved sccess t° o
use of health cere.

Tha overriding factor associated with the children's health care acess
was Vargely beyond their control--the city in which they Yived. Across the
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fivz communities studfed, the availability of a regular source of care
varied gseven-fold, insurance Coverage varied four-fold and the avaflabii it
of 2 reguler physician varied over two-fold. Study sites with ;'he poorest
accCess--Houston and Charlotte--were those with the most stringent
eligibil 1ty requirements for Medicafd and the weakest {nfrastructure of
publfc clinfcs and neighborhood health centers. As evidence of 2 service
model that s working fn the face of tremendous cbstacles, Mochestar, MY,
the poorest community studfed, attatned a propovtion of children with o
regulesr source of care, 3 regular physician and a2 source of ‘nsurance
Coverdge equal to ihat of Santa Clars County, CA, the most affiuent
community studied. As evidence of what remains to de done, Houston, TX, a
comunity with an above sverdge per-capita fncome, had 15 percent. of 1ts
special education students without a regular source of care, 27 percent
uninsured, 37 percent without a reguler source of care and 56 percent not
having seen & physician in the past year. I contrast to the uniform
nationdl stindards for the educational rights of children with disadilities,
there are 10 uniform standards for thefr or thefir non-handicapped peers'
health care rights.

Differential heslta care patterss for white and non-white children {n
811 comunities were clear. Black children were at Jeast twice, and
sometines three times, as 11kely as whitz children mot to have 8 regular
source of care, mot to use & private physician’s office, not to have a
regular physician and not to see a physician during the year. Due in large
part to Medicafd, the gap in fnsurance coverage between these two groups has
narrowed.-blacks were uninsured only slightly sore c;ften than whites.
Hispanic chiléren, howe'ver. are even further removed frm the health care

system. In comparison to white children, ticy were over three times as
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1ikely not tc have a regular source of care, not ¢ have a regular physician
and not to have fnsurance cOverage; in addition, they were over twice o3
11kely not to have seen a Physician fn the last year. Equalfity é; access by
racial or ethnfc background has yet to be achieved, even for handicapped
children.

Poverty also differentiated the special education population, with the
sore affiuent children generally having an ongoing relationship with
particular physician, ususily office-based, whom they were very likely to
see at least once during the year. Poor, mear poor and Yow income children,
in contrast, were less 11kely to have or use 8 regular physician, and often
relied on hospital outpatient clinics or nefghborhood health centers.
Medicaid has changed the rela’tonship between poverty and health care for
children, however. Children 1fving below national poverty levels were more
11kely to have 8 regular sdurce of carc and use a physicfan than were their
peers 1fving between 1003 end 200% of poverty.

1ess striking than the raciel, ethnic and income differences, a child's
handicep was nevertheless a significant predictor of sccess to and uze of
health care. Children with the high prevalence handfcaps--those with
speech, learning, other developmental, hype.activity or esotional
problems--were only half as likely as those with the less prevalent
conditions to have a regular source of care, to {dentify & regular physfctan
and to visit a physictan during the year. Children with high prevalence
conditions represent the bulk of those recefvirg specfal 2ducation (over 70
percent of the group us 8 whole); thus, the &! fferentfal in access #nd use
affects 1srge numbers of cnildren, AMthough ttere {s still suee controversy
smong yhysicians and educats:s sbout the cetent of iwvolvemen? that heslth
providers should hzve with these children, wany developmentalists argue that
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those with speech and language problems should have perfodic hearing and ear
exmms and that those with Tearnfng prodlems (particularly those with
dttentional or activity level problems) should have routlni physical
assessments including o thorough history, sneurological assessment and
Sensory exam. Even for those children whose need of regular health care is
less controversfal—those with the low prevalence conditfons including
mental recardatfon, Down Syndrome, cerebral Palsy, other neurological
problems and general medfcal condftions—-use s Yess than perfect, with 25
percent not seefng & physfcfan during the year.

The present study also demonstrates an assocfation between {nsurance
coverage and the wafladility of o regular source of care and 3 regular
physfcian, as well as » relationship between all three of these access
factces and the use of care. Although & causal 14nk cannot be established
with cross-sectional dats, this does suggest that lack of fnsurance may be a
major obstacle nterfering with the use of health services for those not
linked to the system or who are ynsdle to pay.

How fmportint are the findings on whether children have o regular
physicfan? Having a regular physician and visiting him perfodically may not
be particularly valued by some famflfes. Remeudering the name of a
physfcten and requesting & return appointment to that person may take sgecond
place to obtafning a visit at a time which can be managed within a demanding
home and work schedule. Moreover, distrust of professfonals maY lead some
familfes to desfre anonymity. The small mumber of phystcians from minority
backgrounds also may be a factor, as may the tradftiopsl hospital
out-patient or dispensary model with tong waits and dependence on trainees.
If these factors do contribute to the fnequitfes, pclicy implications are
clear: bpetter education of patfenis about the importance of conttnufty of
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care, attention to designing clinics that can meet the needs of working
parents, recriitment of minority health professionals, and the osublmnem
of longftudinal training experfences which encourage residents’ m fellows
to follow thefr patfents over the entire o or three yeirs of their
training and to fdentify for their patients o staff member who will be
avaflable to them over the longer temm.

Contined attention to the health care meeds of special education
students should probably take place in the context of fmprovad access and
use for a1) children. But the patterns found in this study suggest that even
for the Children society considers disabied, {nequities continve in the
provision of insurance coverage, svafiabiiity of a health care facility and
establishment of a contfnuing care relationship.
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Table 1: Sociuaemographic Characteristics of the Study Sites

Characteristic
Study Site 1979 1982 % Elementary Race/Ethnict
Per Capita Per Pupil Schoo! Students .
Income Expenditure 1in Sperial Education White Black Hispanic

Rochester, NY $ 6,492 $ 4,228 13 37 49 1%

Milwaukee, NI 7,104 4,2 1 38 51 8 i~
Charlotte, NC 7,814 2,570 8 57 a 0 &
Houston, TX %857 2,696 8 19 LX] 35

Santa Clara County, CA 9,545 3,080 9 58 4 26

NATIONAL AVERAGE 7,330 2,913 n b b b

v

2. Totals may not add to 100X because of students of other races or ethnic backgrounds.
b. No comparable data available.
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ciysician Oy >uudy dite anc Lavid and tazily Background Characteristics.
Regular Source . Regular
of Care Location of Requlyr: Sour:g Physician
Doctor's Hospital Other
Characteristic No VYes Office Clinic Clinic ER No  Yes
AL SPECIAL EDUCATYON STUDENTS 7 93 63 19 e 3 26 74
Study Site
Santa Clara Cpunty 2 9% 85 9 5 v 14 86
Rochester 2 98 48 25 22 2 14 86
Hilwaukee 5 95 59 29 3 3 < 73
Charlotte 12 88 63 16 6 4 37 63
Houston 1 85 58 7 6 3 37 63
Race/Ethnicity —
dhite 4 96 81 A 3 0 12 88 &
Black 8 92 47 29 12 § 36 64
Hispanic 13 87 59 13 13 1 35 65
Poverty Status :
Poor 7 93 42 32 15 3 34 66 s
Near Poor 9 9 55 24 9 3 27 73 :
Low Income 10 90 65 17 6 2 26 74
Kot Poor 4 9% 84 8 4 1 4 86 :
Mother's Education
Non-High School Graduate 9 9 48 27 13 3 32 68
High School Graduate 6 94 68 16 7 2 23 7
More than High School 3 £ 83 10 2 1 n 89 :
Student Handicap - U ‘
High Prevalence Condition 8 92 61 19 9 3 28 72 L 5
o Low Prevalence Condition 3 97 70 19 7 2 11 36
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Table 3: Odds of Not Identifying a Regular Physician by Selected Demographic Characteristics within Study Sites

STUDY SITE

Mjusted 0dds Ratio

Demographic Characteristic  Santa Clara, Rochester, .Hilwaukee, Charlotte, Houston, (95% Confidence Interval
Y CA NY Wl NC ™
(percent with no regular physician)

Race/Ethnicity
Kon-White 22 16 36 49 43 - 3.6%r
White 9 10 13 7 15 (2.7, q18)
Simple Odds Ratio 3,00 1.7 3.6% 4.6 4.4

_Poverty Status
Poor, Near Poor, Low Inc 19 13 27 46 44 2.7%e*
Not Poor * " 16 15 17 14 (2.0, 3.7)
Simple Odds Ratio 1.9 0.8 2.0* 4.2 4.6

Mother's Education
Non-High Schrol Graduate 24 13 33 47 46 2.3
High School Graduata n 10 19 2 28 (1.8, 2.9)
Simple Odds Ratio 2.5% 1.3 2.1+ 2.5% 2.2%%r

Student Handicap
High Prevalence Conditions 16 15 28 39 [}] 2, 30w
Lew Prevalence Conditions 8 9 19 25 13 (1.8, 3.0)
Simple Odds Ratfo 2.2 1.9 1.6 1.9 4.8y

]
hw

* €08
* <.0!
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Tsble 4: Health Insurance Coverage by Study Site, child and Family Background

Characteristics.
___Type of Insurance Ceveragel

Characteristic None Public Private
ALL SPECIAL EDUCATION STUDENTS 12 32 56
Study Site

Santa Clara County 7 14 79

Rochester 7 52 ()

Milwaukee 8 52 4

Charlotte 12 25 62

Houston 27 18 56
Race/Ethnicity

White 8 19 74

Black 12 50 40

Hispanic 26 20 55
Poverty Status

Poor 6 67 19

Near Poor 16 35 5)

Low Income 18 2) 63

Nct Poor 4 7 89
Mother's Education

Non-High School Graduate 20 H 37

High School Graduate 8 26 68

More than High School 4 18 78
Student Handicap

Kigh Prevalence Condition 12 3 .5

Low Prevalence Condition n 37 55

and public health insurance coverage.
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Table 5: Location of Regular Source of Care and Availability of a Regular
Health Insurance

Physician by
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Location of Regular Source of Care Percent
* thout
Insurance Coverage Doctor's  Hospital  Other Brergency Mo a Regula.
Office Clinfc  Clinfe Room Facility  Physician
{percent reporting care iocation) .

" MNone 52 18 5 5 20 4
Public 48 32 13 3 4 2]
Private 73 13 7 2 6 21

. 153
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Table 6: Use of Primary and Specialty Care Physicians by Study Site and
Child and Family Background Characteristics.

No
Characteristics P”"‘:’ s"“"l" Physician
Care Care™, Visit
ALL SPECIAL EDUCATION STUOENTS 56 15 38
Study Site
Santa Clara County 76 19 20
Rochester 63 9 34
Milwaukee 60 15 35
Charlotte 45 17 45
Houston 36 13 56
Race/Ethnicity
White 74 2 2]
Black 46 9 49
Hispanic 4 13 52
Poverty Status
Poor 51 9 45
Near Poor 45 10 50
Low Income 49 16 43
Not Poor 12 2 2
Mother ‘s Education
Non-High School Graduate 45 9 50
High School Graduate 59 U 34
More than High School I 4] 2
Student Handicap
High Prevalence Conditions 54 N 1
Low Prevalence Conditions 66 30 25

NOTE: Percents may add across to more than 100% because a student may have seen both 3
primary care provider and a specialist in the last year.

a. Includes general practitioners, pediatricians, internists and family practitioners.

b. Includes a1l specfalists not listed in (8), except psychfatrists.
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Study Site

Demographic Characteristic Santa Clara, Rochester, Milwaukee, Charlotte, 'aouston.
CA N L1 NC X

Race/Ethnicity
White

Non-White
Simple Odds Ratio
Poverty Status

Poor, Neur Poor, Low Iniome
Not Poor

Simple Odds Ratio
Mother's Education

Non-High School Graduate
High Schonl Graduate

Simple Odds.Ratio
Student Handicap

High Prevalence Conditions
Low Prevalence Conditions

Simple Odds Ratio

(percent with nc primary care visit in last year)

16
37

3.2%ne

37
15

J.2vee

19

J.qve

2
26

0.8

A8

39
25

1.9

26

2,3

38
32

1.3

28

2.3t

42

1.7

41
39

1.1

42

1.7

67
3, 7%+

65
33

3.9%

69
45

2,74

59
32

K1 L

32
72

5.20%

73
47

30040

73
57

2.0v

66
51

2.0

l:l
Voo

3

AAAN

.05
01
.001

Adjusted Odds Ratio
{95% Confidence
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Table B: Use of Primary and Specialty Care Physicians by Location of Regular
Source of Care, Availadility of a Regular Phyrician and Health
Insurance Coverage

i %o
Access Maasure Primary Care Specfalty Care " :Mun
sit

e

g
Location of Regular Source of Care T
Doctor’s Office 65 18 29 3
Hospital Clinfic “ N 49 s
Other Clindc 55 3 43 t
Emsrgency Room 26 3 E] .
No Facility 15 9 75 -;
Regular Physician 3
No 30 9 63 .
Yes 65 17 30 *
Health Insurance Coverage i
e 35 10 58 ¢
Public $8 12 37 R
Private 60 18 n 2
4
MR- AP s %,
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APPENDIX

The stratified random sevectfon technique necessitates the
use of a specfalfzed formula for calculating stnndnrd;;rrors of
estimates,1? Estimated errors for the percentages 10, 30, 50, 70,
and 90 are presented fn Table A for estimates based upon the full

sample of 1726 and selected subgroups.

Table A: Estimated Standard Errors of Percents.

Percent
Sample 10 or 30 or
Characteristic Size 90 70 50

{estimated standard error)

ALL SPECIAL EDUCATION STUDENTS 1726 1.0 1.5 1.6
STUDY SITE
Santa Clara County 347 2.7 4.1 4.4
Rochester 333 1.8 2.8 3.1
Milwaukee 358 2.0 3.1 3.3
Charlotte 351 1.9 3.0 3.2
Houston 340 2.4 3.6 3.9
Race/Ethnicity
White 755 1.7 2.6 2.8
Black 678 3.2 5.0 5.4
Hispanic 251 2.6 4.0 4.4
Poverty Status
Poor 397 2.9 4.4 4.8
Near Poor 315 2.3 3.5 3.8
Low [ncome 268 2.8 4.2 4.6
Not Poor 586 1.8 2.7 3.0
Pother's Education
Non-High School Graduate 514 1.8 2.7 3.0
High School Graduate 585 1.7 2.5 2.8
More than High School 419 2.3 3.5 3.9
Student Handicap
High Prevalence Condition 931 1.1 Ca 1.2
Low Prevalence Condition 792 3.0 4.6 5.0
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ON EARLY EDUCATION FOR THE HANDICAPPED

Frank Porter Graham Child Development Center
301 NCNB Plaza 3224
Chapel Hill, N.C. 27514 « (919) 962-2001

Apri! 10, 1985

Select Committee on Children,
Youth and Families

Room 385, House Annex 2

Washington, D.C. 20515

Enclosed are some materials that may be of interest tc you. The Marital
Dissolution data enclosed (separation and divorce in famiiies of young (birth
to 5) handicapped children) are for 399 autistic children, but I have similar
data on 1050 children with a variety of other handicaps. The stress of having
a handicapped Child is real. The need for early services is also real.

The green pages marked indicate the results of a survey done of state
departments of Health, Educstion, Mental Health, Mental Retardation/DD, and
Social Services in eight randomly selected states. Our results indicate
that present social policies are better at substituting for families of
handicapped children than at supporting them. This results in needless insti-
tutionalization of handicapped children at tremendous emotional and economic
cost to families and taxpayers.

The need f-r respite care and other services is highlighted in A Famil
fFocus for Intervention (p. 151), as is the comoarison of high stress/Tow stress
families. This chapter also includes informa* .7 on fathers and siblings. The
Jevelopmental Perspective shows family servic needs as the children grow older
(op. 113, :29) and also tells about the red. rate of institutionalization
found for a family-centered program (p. 132 The Support for Families paper
1dentifies the most important sources of sup._ -t tor 150 parents. Hope some of
this 1s helpful to you.

I've also enclosed a list of some recent publications from our project.
It you'd like any reprints, just let me krm.

Thank you for your efforts on beha!¢ of families of handicapped children.
Let me know if there is anything else I can do to help.

Sincere}y, — ;
///i(a /%‘" )

Marie M. Bristol, Ph.D.

Senior Investigator

Research Assistant Professor

Division TEACCH, Depa~tment of Psychiutry

Enclosures
M8/ me

The Frank Porter Graham Chuld Oevelopment Center 15 ¢ division of the Child Development Institute
The University of North Carolina at Chape! Hill
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Marital Dissoluticn in Families of
Young handGicapped and Nonhandicapped Children

M. M. Bristol, R. ricConnaughey, F. Schopler

Handi1capped Children’s Early Education Program Conference
Washington, D.C.
December, 1984
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Paper presented at the International Conference of the National Society for
Autistic Children. June, 1982. Boston, MA.

Work With Pamilies

SUPPORT FOR FAMILIES
OF AUTISTIC AND AUTISTIC-LIKE CHILDREN
By
Marie M. Bristol
Division TEACCH
. Departaent of Psychiatry

Univeraity of North Carolina
Chapel Hill, North Carolina 27514

As part of the TEACCH program (Treatment and Education of Autistic and re-
]
lated Communication handicapped CHildren), Eric Schopler and I are looking et

the impact of autistic children on their families, trying to come up with ans-

vers vo two questions. First, what information could we eollect when we first
Beet a fanily that would help us predict which families are really hurting,
which may be most in need of assistance? No matter how skilled and dedicated
you are, if you're in a service program, the bodies are piling up at the door.
There ere 24 hours in a day and 36 hours' worth of work. There's the phone call
you didn't make, the home visit you didn't get around to today, the letter that
you’'re going to write tomorrow. We're trying to see if we can identify the fam-
1lies most at risk. The people that, no matter how busy we are, we've got to
reach now.

The second question that we're asking is in which famiiies are making it
and why? For example, some studies show that in families of retarded children
the divorce rate may be three times the national average and the suicide rate
twice as high as average. But other families report that their marriages are
stronger because of the handicapped child, thac they feel there 18 a shared pur-
pose In 1ife that wasn't there before. I don't mean that these people ape nevep
defeated, never overwhelmed, never feel like 8lving up, but somehow they apring

back while other families are 8imply overwhelmed by the stress. We want to know
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whet differentiates these two Broups of femilies.

Our initisl atudy asssssed 30 mothars of autistic childrén. Of these %0,
we compared the highsst stress zroup, (top quartile, 10 wmothsrs) and the lowvest
stresa Broup (dottom quartils, 10 mothers). Both groups wers comparable in
teras of family incoms, mothsr's age, nusber of children in the family, and
nuabes of l&th.ra working outside ths home. All children in both groups of fam-
11ias had been diagnossd as sutistio and both groups had comparabls percentages
of severely and mildly autistic children. Yst one of thess groups was really
stressed and ths othar group was doing quite well. Why were gzoms of thess fam-
111es making it whis othars sppesred to be going under? .

Ons factor tnat distinguished ths highest strsss group from ths lowest was
ths charactsristics or ths childrsn and their snvironments. Although oldsr chile
dren tended to be more streasful than younger children, the child charactsristics
that separated the high strsas from low atresa 8roups of fallli;a were generslly
not fixed or immutable, but rsther those that, «ithin limits, could be changed.
Parents in the high streas group had children with more difficult personality
problems (often behavior management problems), fewer self-help skills and s grester
degree of dependency, s lack of activities, and fewer services and prospacts for
independent living.

Another factor separating the higheat from the loweat atreas groups was ths
sdequacy of the support that these people received from what we call the in-
formal support network of apouse, parents, families, close friends, and other
parents of handicapped children.

In problems of inadequate support from relatives, I thought at firat that
this reflected the loss of the ertended family because of geographic mobility,
i.e., families moving away from kin, On closer study, however, we found that
in the higheat atreas group which rated relatives as much leaa helpful than

relatives of the low stress 8roup, eight out of ten families had relatives who
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wers, in fact, available; they Just weren't helpful.

Parents described some such relatives. First there 1a the “poor baby"
group. The mother would say, "I can't bring Johnny over to my mother'a - all
ahe does 1s say 'Oh, poor baby. If he wants a cookie, give him a cookie.'"
Basically, such relativea baby the child, never making any demands on him. They
simply refuse to think that he 1s capable of anything.

The second group 1s worse. They are the relatives who imply *There's .othing
wrong with your child ~ there's probably a great deal wrong with you." Thers
B8 a mother-in-law who said, and this ia a quote, "If I had that kid for two
weeks, he could talk." I suggested, "Well, give him to her for two weeks -
you've got a winner here no matter what: You get a two-week break and 1t will
shut her up for years.” Then there's 52 line: "There's never been any of that
sort of thing on my aide of the family." You've heard that one. The third group
of moxt helpful relatives 1s made up of grandparents who pretend that the child
1s absolutely normal. They say, "You're just too worried about it - he's a
beautiful child and I don't want to hear any morce about it."

The last group of streas-producing relatives consista of those who, 1f you
say, "Oh! I had a terrible day," asy, "I told you to institutionalize that kid -
I told you there's no sense beating your head against the wall.®

Tiie data show pretty clesarly thst the informal support network is very im-
portant and is significantly related to stress in the family, so what can we do
about 1t? I think we had better begin to talk about network therapy. We need
to get better at creating responsive environaents for parents 30 that they have
sources of reinforcezent and support out there.

Let me give you an example. There was a mother who had a young son who
threw things - he would throw everything - cups, balls, books, furniture. She

told me that if he didn't stop throwing things their house would be Cestroyed.
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1 developed a super program that got the child to stop throwing - except on
Wednesdays and Saturdays. Then his throwing would reach all-time higha. The
program was clearly falling apart. I asked his mother, "What happens on
Wednesdays and Saturdays.,® She answered, "Well, those are the days that his
father is home."™ I brought the father in and told him that we were working on
the throwing and the child seemed to bs doing well ¢xcept on the days that the
father was home. I asked if he had any idea why. He answered, "You're damn
right I do. You know what? It's the only normal boy thing that this boy can do."
I was extinguishing the only behavior that this man valued in his son. Can you
imagine the support his wife was getting? You can't just think about who's
going to reinforce the child; you also have to ask who's going to reinforce and
support the child’s mother. You have to be thinking of the other people around =
do they understand what it is that you're trying to help the parent do?

With a larger group of 150 par;nta of autistic and communication impaired
children, we decided to find out where people wery getting their support. The
parents we asked, identified as most helpful to them as the parents of a special
chilc, parent-trainirg and special education programs, their spouses, their own
children, parent groups, the mother's relatives, and summer camp. Not much help
was reported from public social or health services or from churches, although in
our othar studies parents have consistently identified their personal religious
beliefs as important in coping. This study was conducted in North Carolina and
parents ranked the TEACCH program as being significantly more supportive than
other parent training or education programs. Theae ratings of helpfulness were
not correlated with a measure of social desirability which suggests that parents
were not Just telling us what we wanted to hear.

Hespite care was listed as nonexistent for two-thirds of the families. Another

problem was that although every child had some sort of educational program, 58%

El{fC‘ 170 ‘

Aruitoxt provided by Eic:



9

165

had no recreational program. We are trying to incorporate into our state~wide
programs provisions for a aupportive environment for parents ‘that would include
respite care and recreational programs. It's so easy to think only in terms of
the child, even if you've got what'a called a parent program. The focus of
intervention often tends to be on getting parents to help in changing the behavior
of the child. This is very important but is only one aspect of a good parent
progran. Equally important, we have to give parents the kinds of services and
support that will enable them to maintain their self-respect as persons wnd
have time for themselves and their other family members. Sometimes what parents
need from professionals is more "peraission® not to feel guilty for not spending
their whole 1ife on their child, and more encouragement to do things independently
of the child.

What we can provide professionally is network therapy, in which we reach
out and strengthen the informal reinforcing network a parent is part of. We can
help parents fdentify another network they can belong to, and that is KSAC.
Parents can provide support or each other that cannot come from a professional.
Professionals must acknowledge that theyare but a moment in these children's
lives. Only if a parent has an adequate continuing support network, can he

or she hope to cope with the ongoing stress of caring for an autistic child.
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PREPARED STATEMENT OF DisasiLity RigHts EpucaTioN AND DeFense Funp

The Disability Rights Education and Defense Fund (DREDF})* is pleased to submit
testimony in this historic hearing. We commend the Select Committee and its Chair-
meaq, Representative Miller, for the concern and interes*, for disabled children and
their families which is demonstrated by this hearing. DREDF shares the commit-
ment of this Committee to make families with disabled members visible and to
make their needs a matter of top national priority. Too often thie rhetoric of the
1980’s about families and family values presumes that all members are white,
middle class, and able-bodied. This Committee's effort to solicit the concerns and
views of families of disabled children demonstrates a true commitmeut to all chil-
dren and their families.

DREDF, an organization run by disabled adults, works closely with parents of dis-
abled children. Initially our work involved individual and grough?ldvoeacy to attain
educational rights under the Education for All Handicapped Children Act (EHA).
Our involvement in the educational rights of disabled children stems from our fun-
damental commitment to the full integration of all disabled people into the Ameri-
can mainstream. For this reason, our work in the area of education has focused on
attaining integrated placements for children who have historically been educated in
segregated facilities. The b;p:;fose of education is preparation for future adult roles.
Segregated education is on the view of disabled neople as dependent. A child
who is segregated from his/her peers is deprived of the critical preparation in soci
development necessary to interact as an adult in the mainstream of American life.
Segregated education is tied historically and philosophically to institutionalization.
Integrated education is the foundation of the goals of the disability rights movement
of independence, autonomy, dignity, and productivity.

Our work on educational in tion has been with families who have made the
decision to keep their severely led children at home. This is the most funda-
mental “integration” for the child and for the family. These families ¢claim the right
to be part of their communities. They have red'ected recommendations by doctors
and social workers to institutionalize their children. They want to function as a
family. Unfortunately, the service delivery system is designed to penalize them for
their choice. Services which would be available for their children in out-of-home
placements are unavailable at home. This is so despite the fact that providing serv-
ices in the home is significantly less expensive.

Currently, California is serving about 64,000 people with severe disabilities via 21
regional centers, at a cost of approximately $206 miilion per year. About 8,000 per-
sons are in eight state hospitals at a cost of $234 million per year.! The average
service costs for each of the 1,300 children living in California’s state hospitals is
about $38,000 per year.? Those children living in group or family care homes cost
ebout $2,500 per year.® Families receiving respite (in- and out-of-home) services cost
about $237 per year.* Hence, the State of California spends about $59 million per
year to support placement of children out of their homes. Only about $5 million is
spent to assist families in keeping children at home with their families.®

The studies confirm that provision of respite services for families with severely
disabled children is a major factor in preventing institutionalization.® .

Nevertheless, California instituted massive respite care cuts in 1984. DREDF ref-
resented many parents in their appeals. Through this &r:cws we became intimately
familiar with the daily lives of families with severely disabled children. Each family
that we represented had an undying commitment and a willingness to endure unbe-
lievable hardship to succeed in keeping their severely disabled child at home. Par-
ents who make this decigion should not be constantly tested—often to the point of
family and personal dysfunction. These parents should be rewarded—not penalized.

! DREDF 15 a national disability civil r}xﬁ}:ts organization dedicated to securing equal citizen-
ship for 36 1111 disabled Americans DREDF accomplishes its mission through education and
advocacy. DREDF has hcedauarters in Berkeley. Cahifornia and a governmental aflairs office in
Washington, IC.

1 State Council on Developmental Lusabilities, California Developmen‘al Disabilities Plan—
1984- 86, part 1, p. 35 (Sept. 23, 1983)

2[4, part IiI, p. 36.

31d.

‘1d.

SId

6 See, State Council on Developmental Disabilities, Respite Services for Cahfornians with Spe-
;:ﬁl D;!;;Zl?pmenml Needs California Institute on Human Services, Sonoma State University
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A brief desc+iption of one of our cases illustrates the problems with public policy
in this area. In one case, a single mother with two sons had recently started a train-
ing program in dental technology after many years on welfare. She had someone to
care for her disabled son between the time he came home from school and she came
home from work. The state threatened to take away this service. The only option for
this mother was to return to the welfare rolls or to place her well-adjusted, active
child in an institution.

All of the cases involved children (often teenagers) who require constant care for
all daily activities—eating, dressing, toileting, etc. Many children must be lifted ten
to twenty times a day. The emotional and physical strain on parents (often mothers)
is tremendous. This is exacerbated by the fact that every service—education, res-
pite, equipment, recreation, transportation—requires a fight. Nothing comes to
those who sit and wait for it. Not only are disabled children viewed as second-class
citizens, but their parents are treated as such as well. Parents who fight for services
are characterized as “pushy”, “‘aggressive”, or simply “crazy”. The pressures are
always present. The child brings joy—the fights bring anguish.

DREDF is pleased that this Committee took the opportunity to hear from parents
themselves. They are not asking for pity—they are asking for support. Day care
services—lacking as they are for all children—are unavailable for severely digabled
children. Respite care services are essential to keep families together and children
at home. These families deserve our respect. This hearing gives them your respect.
We are hopeful that your exploration of these issues will form the foundation of a
comprehensive support-services policy for disabled children and their families.
Thank you for your interest and your action on this important issue.
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UNITED CEREBRAL PALSY®
ASSOCIATIONS, INC.

08 East 34th Street, New York, N.Y, 10018 ' (212) 481-6300

sori) 30, 1965

M. George Nillar
Chairmsn

Select Committes on Children,
Youth and Pemilies

U.8. House of Repressntatives
385 House Office Building Aonex 2

Washington, DC 20515

Dear Mr. Miller:

I sppreciate your letter of April 15 which addressed the area of “remilies with
Disabled Children: Issues for the Eighties.”

I'm glsd our materials were helpful; and we will, inlsed, forward to you our
1atest data on child abuse, disabilitiss, and respite cars vhen finalized. At
this poiut, questionnaires are still being received, and Dr. Shirley Coben and I
besitate to release our information ‘ntil we have completed our prelimirary
survey.

I have, bowever, enclosed for you our Mitiooal UCPA, Inc, Folicy Statement on
Child Abuse as well as our Statements on Respite Care and Faally Life Skills.
Lastly, is & copy of our most recent UCPA News which includes ap article on child
abuse which details our current activitles.

Please lst Dr. Coben apd I know if we can be helpful to you in tbe future, and we
will forward our report to you as soon as possitle.

Sincerely,

Hanter College
RDW/gh
Enclosures
cc: Janes Introue John Siepp Mike Morris

LEGMARD H OOLDENBON  JACK HAUBMAN  MISA EATON HOWARD C. MALLER, JA  Q2OAGE . DOLIM WHLIAM BEREABEAG, WD M3 & TRONL
w" CHAM mo&w‘ WIOR CrAsAAN PRUSICINT mmm TXICUTIVE DINCTOR
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UNITED CEREBRAL PALSY®
ASSOCIATIONS, INC. .
08 East 34th Street, New York. N.Y. 10016 (212) 481-6300

Faxily Life Skills

WHKKEAS UCPA, Inc. and its affiliates were establi bed by families et

WHEREAS 1t is the gosl of Fanily Life 8kills to emhince all individuals®
ability to control their ow, destiny through the teachisg of skills necessary
to deal offectively with the eovironment, and

WHEREAS Faxily Life Skills enmhances the physical, social, and psychological
grovth and development of the individual as & progression towrds int dep
dence or independent living, and

VHPREAS Family Life Skillg encourages the evolution in 14fe-style, eppropriate
to his/ber developmental level, for the individual and his/her family

THEREFORK BE IT BESOLVID THAT UCPA, Inc. and its arfiliates mke & cooscious
effort to promote opportunitiee for fanilies to develop these skills ot all
etages of life.

BR IT FURIHER RESOLVED THAT UCPA, Inc. and its lfﬁ.’.htn‘ provide access to com-
mnity resources and identify and seak to alter public policies that discoursge
apport to fuxilies,

Approved: Ixecutive Committes - 9/25/62

LEOMARD it GOLDENSON  JACK HAUSMAN  MIHA LATON  HOWARD € MILIA, JA OOAGE 8 DOLIM  WILLM BERENBIRG MO EARL 1 CUNERD
CHAINUAN OF THE BOARD  VICE CRAIRMAN  VICE CRAAMAN VICE CRAIPMAN PRESIDENT VICE PRESICENT EXECUTIVE DIRECTOR
WEDICAL AFSARY
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UNITED CEREBRAL PALSY®
ASSOIATIONS, INC. .
08 East 34th Street, New York. NY 10018 (212) 4816300

ALY LIFE 8XIUS

Definition

There is sn incressing swsreness that it ia s bumen right for sl
to control their own destiny to the extent that esch is sdbls. it
fs the gosl of Peaily 1ifs Skills to enhancs ell individuals'
ability to control their own destiny through the tesching of skills
pecesssry tO desl effectively with the environment: fomily rela-
tionships, ioterpersonsl relstionships; stress & crisis coping
skills; utidizing ity cep; moOney g t; selecting
ond adspting 8 dwelling place; time mensgement; constructive use
of leisure time; pevsonsl hygiene sng grooming; clothing sslection
sna sdaptation; mutrition, mesl plsnning snd 4ining.

Gosls zmuoaggl

It {s the oversll gosl of Family Life Skills to enhence the physicsl,
socisl, snd psychologicsl growth end development of the individusl ss
s progression towsrds interdspendence or indspendsnt living.

Other goals sre:

- To foster s positive self-imsge.

- o encourage the evolution in life-style, sppro-
priste to his/her developmentsl 1:vel, for the
individusl snd his/her fomily

Prorren Aspects

Family Life Skills repressnt s Omplement of meny sxills vhich will
enhsncs the quality of life for the family unit. Plsnned Life 8kills
training can strengthen tne life of individusl family members s vell
»s thet of the person with s disedbility. The skills should be offer-
ed in the context of services for the totsl family, ss 8 system of
farily supports. For example, ¢ mother's time-mensgement concerns
nay be sllevisted vhen her son schisves gosls of clothing care.

Faxily Life 8kills sre s crucisl vehicle through which s person with
s disability csn be sasisted to mest bumen requirements for s
fulfilling life snd sound mentel beslth; directly in some sress
(housing, money mansgement, clothing, etc.) end indirectly in other
aress (socisl intersction, self-worth, belongingness). Fomily

Life Skiils then sre e preventive tool which supports good mental
heslth through positive interpersonsl relstion.bips snd ransgexent

skills.
1 ONARD H o GOLDENSON JALK ¥ AUSMAN NINA EATON HOWARD ¢ MILLLR, A WHLLAM BEACHOERD M D CAM K CUNIRD
Aibras 4 (5 T $OARD VICE Coormman WCE Counran PAESIOENT et s CHCUTAE DIRECTON
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mm.mm::.m- 1al and develop 1 in msture,
Medical, M,mmnhm ongineering linkages are
mmmmmumormw-n
rermuired

Pemily Iifs Skills ere Qynexic and chenge throughout the Ufe cycle.
Opportunities furthering ekxill Gevelopment ehould be sveiledle to
Fromote interdependence within the fomily unit ard within the commu-
nity.

The following ere Sxasples of progrea isplicetions of the life~cycle
spproech:

- Parents of aa infent ey require sssistance ¢n use of community
resources, time ;enagement, money mensgengnt.
= Mualt consumers in s vocationsl program My benefit from tutor-

- Btaff of ¢ Liviig Arrangements program mey elect consultstion
in interpersonal Telationships or budgeting.

- Older parents whose son or dsughter has moved nut to bie/ber
owvn spartrent may need sssistance in rertructuring their own
tise,

No one orgenization, school, or Agency sdould sesume totsl respon-
#ibility for Pamily Life Skills. Instead, o shared responsibility
i3 indiceted. Programs within WP offiliates 8hould support tiae
to the family end €ncoursge use of other comminity resources. §her-
gver possible, the commnity should be the tesching/learning labore-
tory. Cooperetive programs might occur with other sgencies provid-
ing services to the Sevelopmentally digebled » County L-H end
Ixtension Progreas, Public Bchools, Infent Development Programs,
Ault Blucetion Programs, Vieiting Murses snd Homemaker/loae Neslth
Ade Agenciss, Plennes Parenthood, Vocetional Rehsbilitation, Con-
sumer Credit Counssling, etec.

Methods of tesching mey be through informel tutoring or in plannes
classroom activitige. Yamdly Life SXills must be plenned for end
integreted 1ato 11 ospects of the progres continuum,

Rublic Policy
Thie will include iovolvement 1n:
~ Incressed sccess to community resources.

= A policy which supports the concept thet funding followe the
individuel.

WP sbould 1dentify end seek to change/elter public policies thet aie-~
courege support to femilies.

Approved: Executive Committee - 9/25/82

177

O

RIC

PAruntext provided by eric




172

- UNTTED CEREBRAL PALSY®
ASSOCIATIONS, INC.

08 East 34th Street. New York. N Y. 10016 (212) 461-8300

CHILD ABUSE AND MEGLECT

WHEREAS UCPA, tnc. Mas clearly recognized the rights of peopls with
disebliities by developing and sdopting the Bill of Rights
for the Disebled and

WHEREAS UCPA, Inc. promotes ressarch that may lead to the eliminstion
of causas of cerabral palsy by the yeer two tnousend, end

WHEREAS $1gnificent prograss has besn made In decressing the incldence
of carabral pelsy, end

WHEAEAS sach yeer sany children below the aga of § yesrs acquira cerebral
palsy lergaly as the result of treumatic head Injuries due to
conflirmed cases of child ebuse, end

WMEAEAS ressarch has cleerly shown that chlldren born with cliseblliities
are at & highar risk for child ebuse, and

WHEAEAS tha Sufgeon Senarel of the Unlted Stetes has recently Indicated
that the abuse ¢ children end other forms of famlly violence
now represant & jor health crisls In this country,

~OW THEREFORE BE iT RESOLVED that UCPA, Inc. promote ressarch regerding
the Incldence, Intarvention end prevention of child abuse end
negiect.

8E 1T FURTHER RESCLVED that UCPA, Inc. utlilze some of Its resources to
coliact, raview and disseminate materisl on the incldence,
orevelance, dent’flication, end strategles of Intervention in
chi 1S ebuse end neglect for UCP effilletes.

8E 1T FURTHER RESOLVED that UCPA, Inc. encourege other orgenizetions such
as the Asgrican Academy for Cevabre! Pelsy and Davelopmsatal
Nedicine (o develop e similer policy regerd'ng child abuse end
neglact and explore means wheraby orgenizetions can work together
to eddress this mejor health probiem.

Kdost- " Wenbers of the Corporation - 5/5/84

ONARO M OOLDE W WRLIAM DENENSERQ, WO sigs . WTRONE
SOM  SACK MAUBMAN MANA LATOM HOWARD . WRLIR, A GEOMOL § OOL 5
lgmmnum;ouo WVICE CONAMAN  WICT CRARMAN VIS CuRiAN PRLGOLT et m LTIOUTYA DUICTOR
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UNITED CEREBRAL PALSY®
ASSOCIATIONS, INC. .
06 East 34th Street, New York. NY 10016 (212) 481-6300

Respite Cere

WEHEREAS Respite care is a service DProviding temporary relief for the primary
caregiver wh.ch is necessary to maintain or strengthen the bdonds of the faxdly
unit and

WHFREAS This support to families cen also Teduce or prevent unnecessary dis-
ruption of family life and possidle institutimalization and

WHEREAS Respite Care Promotes positive changes of life style for the faxily and
consumer since it frequently fosters t t 8 ¢ living arrangement $n the
lsast restrictive environment

THERFORE BE IT RRSOLVED that affiliates should ensure the evailadility of e
variety of modals of respite care for families.

BE IT FURTHER RESOLVED that UCPA and its affiliates advocete for adequate funding
for Respite Cere from goverrment and private gcurces

Aproved: Eracutive Comxittes - 9/25/82

LEONARD H QOLOENSON  JACK KAUSMAN  NINA EATON  HOWARD C MILLER, JA.  QEORGE S DOLIM  WILLLAM SERINBZAG.MD  EARL W CUNERD
VICE Cramn PRESIDINT VICE PALSIOCNT CXCCUTIVE DiaECTON

CHAIRMAN OF THE BOARD  YICE CHAIRMAN  VICE CHARMAN
MEOICAL AFFAIRS
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UNITED CEREBRAL PALSY®
ASSOCIATIONS, INC.

06 Enst 34th Street, New York. N.Y. 10016 (212) 481-6300

KESPITE CARE

Pefinition

Paspite Care 18 ® service which provides tesportry relief for the
prisery caregiver.

gos1s /Phtlogophy

Mespite Cere 4a o Mrvice for feailies vhich 1s Decesssry to sain-
uuormunmmotm faxily unit., This support to
femilies con also reduce or prevent unnecesss<y diaruption of fam-

i
i
§%
g
®
i
i
2
H

Progren Aspects

2very sffiliste should snsure the sveilsbility of respits csre for
fanilies, sioce it is 8 priority of the aationsl orgenisstion. Consumers
ahould be intimetely involved in plenning and isplementing the

service snd should be given the opportunity to ehoose from ¢ variety

of flexible models. Buch e continuas cen be sssured through close
collaborstion with otber gereric ocommunity sgencies.

Closs sssocistion vith the faaily will lesd to identificetion of peeds
within the fesily unit. Therefore, 8 Respite Care servioe must relste
to 8 cess mnsgesent system that can sccess other supportive services.

While the recipient of Respite Cere 1s the primery csregiver, the
sarvice slso offers enriching axperiences for the oonsumer.

Public Policy

Yor the first time, Mespits Care has been promoted by tbe federsl
government through the Title XI¥, (Medice1d) Home snd Commnity
Pesed Services Wsiver. Bince such 8 ssrvics 1s s state option,
affilistes sbould work for its snclusion §1 the servies contipuun
ond then sssist stetes in opersting this progrea,

LEONARD H GOLDENSON  JACK MAUSMAN  MINA EATON  HOWARD ¢ MILLER R ORGE
CRAIAMAN OF THE BOAND  VICE CHAIRMAN  VICE CRAIRMAN VICE CHAIRMAL oF nm"ne?m mmﬁ’»‘c?ﬁﬁﬁﬂ?' ue gmwc“vgq
MIDICAL ASFAIRS.
45>
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A Problem Professionals Can't ignore

The Surgeon General has publicly
stated that * . family violence remains
mankind’s darty Iittle secret’ " Its vicims
are its most vulnerable members—the
quite young and quite old Homicide is
the fifth major cause of death among chil-
dren. sges onc to exghtecn, Within that
figure are the number of infants under a
week old, 4,500 per year. Two thirds f
the killers are parents {n addition about
15,000 children ranging in age from one
week 1o one year are killed cach year.
Three of every fous killers are parents of
the murdered child. The National Center
for Child Abuse belicves that a minimum
of two million children suffer physical
and mental abuse each year The Center
1s receiving 800,000 reports of child
abusc each year, and the maponity of
sbuscrs are parents

Family violence tends to escalate dur-
g penods of economic stress Present
figures are probably low. and 8 truer
statistical picture would make the present
problem larger Thirty mine states have
reported an increase 1n the incidences of
child abuse. acconding to the Children
Protective Services

To the willful inflction of pain of in-
jury must be added the witkholding of
food, medicine. and clothing — the use of
restraints for discipline. unreasunable
confinement, and sexual abuse, the last
of which may be inflicted (incredibly)
even on infants

Neglected and b often
victims of malnutnition and infections, a5
well as physical violence, may suffer per-

A rhilds

mental Activities Office reported in 1977
that of the 12000 new cascs of cerebral

Specific Causes of Maiming
Children can be physically as well as

palsy g each year app ly
1,500 were the direct result of child

abuse. By 1982 the total pumber of cascs
was reduced to 10,000 8 year Of these
2000 are &cquired impsirment. The

causes of the acquired cerebral palsy are
predominantly pmven.chddalmc.ﬁlh

bt 4

manent physical and mental imp
These children are also particularly prone
to neurological damage.

The United Cerebral Palsy Govern-

snd It is, of
course, 8 moot por? how many of the
“aceadents™ were the result of chuld neg-
fect or unproven chuld abuse.

1a 1904, & Py St 1o
: M;rmhc.
Wa

of e Linsetese w'th sem-
identified programs

i
|

i
EiS
{
i

¥-UCPA PROFESSIONAL SERVICES ACTIVITIES

ocs, Profesos, City Universicy of
New York will be peescators in 3
pomel on child sbuss ot the Annual
Mecting of the Cowncil for Excep-

tional Children in April, 1985,
v Cobes sad Wasren are presently
Survey

psychologically mamme~ through sexual
abuse Sexual abuse of cluldren is often
discovered because the child has con-
tracted veneral discase resulting in sick-
liness, hospitahzation and p
damage. Pregnancy and hugh risk progeny
are the frequent end of scxual abuse.

Incestuous result in preg-
nancies with high incidence of nsk to the
health of very young mothers. The babies
are at high risk, due 10 the immaturity of
the mother and high probability of here-
ditary birth defects.

Burn injury is 8 major causc of death
and disability in chaldhood. The burning
of children is deliberate abuse and often
the consequence of 2 di:turbed home sit-
icaps already, or any other feature that
marks the child as different from other
children (even precocity) are more prone
tosbuse Mentalty handicapped child
appear to be more vulnerable for sbusc or
maltreatment than normal chudren. Chil-
drenwith p of tugh
risk for abuse. Thus the child with birth
defects or differences is apt to be in double

jeopardy.

Th | trauma of the
tion, verbal, physical or scxual 13 enor-
mous. Most abusers were abused as chil-
drea. Discase 13 transmitted from

8 tog L, y
stunted parents. And these abused people
were more intact ones who made 1t 10
adulthood, ntact enough to form physi-
cal relationships and procreate

The social, psychological. and w. -
demic problems assocuated with chila
maltreatment make this problem a cru-
cial one for health providers as well as

d Ignonng the problem will not
make 4 go sway. Yet an examination of
many texts in special education reveals
almost no address to this issue. Ths Iack
1n educational materials is surely a cuse
and effect of the falure of teacher train-
ing programs to cover the subject

.- & L4 bl 13 ITESp bl
for health providers and special educa-
tors It 1s perixularly irresponsible be-
cause professionals can make a differ-
ence in allevis*ng this national problem

Thus 15 excerpied from an article submis-

ted 10 ACTA Paedologica™ by June B.

Mullins, Ph D., Special Educanion De-
U
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HuNTiNGTON BeacH, CA, April 15, 1985.

GEORGE MILLER,
Chair, House Select Committee on Children, Youth and Families, Room 985, House
Annex No. 2, Washington, DC.

Thanh you for contacting me concerning the hearing scheduled on April 19, 1985
in Anegheim. As I am unable to attend, I submit this letter.

I combine personal experience with a great deal of interface with families over
the past thirteen years and also as a professional having acted as director of Devel-

>ntal Disabilities Area Board XI during the past 6% years.

st, let me state that becoming a parent of an infant having developmental spe-

aeeds is an unexpected dilemma for which no one can be prepared. If you sur-
vive the grieving process, can now and again combat the systems and the emotional
upheaval, you may one day be fortunate enough to learn to accept and love the
person who will always be dependent on you. You'll spend a lifetime defending the
disabled family member’s worth/value against spouse, family memberg, profession-
als who practice their trade, a generally cruel and insensitive general public and
public policy that is shortsighted and hypocratically incongistent.

Attempts to provide early intervention to infants are encouraging and critical as
are efforts to provide an opportunity whereby infants/children can be maintained at
home. The major flaw, I fear, is that the majority of proposais place all families
having disabled members into a “welfare mentality” criteria. One day perhaps it
will be recognized that no correlation exists between having a disabled child and
welfare/low income.

I recall that when, for no apparent reason, my own daughter’s rapid regression at
ten months old, caused us endless frustration in attempting to find answers and
help. Instead, it was encouraged that permanent out of home residential placement
be found. During the past thirteen years placement is always the response to re-
quests for supportive resources. Incidentally, the placement suggested averages
$1,500 per month and the place is one where two severely handicapped children
were kidnapped and raped on two separate occasions.

Access to special education is the single most important available resource, at this
time, to families. Often it is not appropriate nor is it ever free if one calcuiates the
tremendous .mount of time parents must volunteer ir; order to advocate minimally
acceptable special education services.

We estimate the divorce rate anong families having a disabled child at 80%. If
dad hasn’t permanently retreated to the den, he has decided to abandon this trou-
blesome kid and fanatic spouse to find fun elsewhere. Like most, he pays no child
support.

Mom, if she’s skilled, may find work but can’t find child care. Or if she can fina
someone to come in, they charge twice as much because the child is disabled. Re-
member, a disabled child, adolescent, or adult at no pei' t in time often becomes
able to enjoy any degree of independence with unsupervised pevrs. Someone must be
responsible 24 hours each day, seven days a week—forever.

Attached is an example of a single mother who does not work and has attempted
to take care of her seventeen year old son. Professionally, I receive at least two calls
per week from single parents why cannot find day care, respite, recreation, medical
or any degree of financial assistance support in order that they may survive the de-
mands of taking care of their children at home. Instead, out of home residential
placement is offered. This is shortsighted, at best.

Both development of resources and supplemental funding for supportive services
to families having disabled family raembers must be made available within the ex-
isting systems,

Please advise if I may provide additional information.

Sincerely,
Ruys BurchiLL

Enclosure
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25141 Sea Vista

n Dana Point.Ca 92629
April 10,85
Mrs. Teddy Thonpson, Social Worker
IHSS Socinl Services
Costa Kesa California

Dear Mrz. Thompsons
I thought I would beable to call you from Santa
Ana Yesterdsy (no charge) because I had to have gum surgery up therce,
But I was in too amuch pain and dizzy to talk and they told Heidi to
take me hoae to rest. I had ny face swell up like 2 baloon back in
Pebruary but could not take care of it. I went for 3 opinicns to

make sure I had to go t .ru this surgery again. Oh ne !

3 . Your letter was most upsetting. IT ycu put Herdb on arrearages

7 Hallz

u

ERIC

Aruitoxt provided by Eic:

will lovse the house, and then where will Horble g077 McClaren
s

I an sending % of check but want you to realize ovr situation
$n coze I could walt until June & July to give the checks.

For the 2 goatha lierd was in Shriners, I had no incone and was

going up to the hospital 10 hours a d?x every other day, Aryonewho
& child going thru thls spinal fuslicn ana er surgery would
understand. The gasoline andfgood for Hetd! and I was costing about
$25. nininun, So Iam beRind in my btills
n fact I owe the gas conpany 9380, for 4 months when Herb was in
casi here in L.R. we had to keep the house warm, I was goeinz to ask if
you knew any agencies that would 8%411 have gas furnds. I could have
gotten help when tae bill was only 2 months due instead of 4 but th gas
verdue notice.
conpra*hggly Kgﬁ %8"5:.?’:;?.’5:\:\ yestorday 3300 4 this mo and $ nextn
Ir January I had to give up alinony as I could not afford & 1.ayor
to fight Marry again. I aa atill paying $50 a month from 2 yrd ago
to Jane McQuoid. I als o have had to take out 8 3 mo in ad va ce
¥%ajor medical as J have not been covered under “EDIcal since that
time I could not get up there. Plugs NO doctors around here wi.l take —g

Liet hon mygsat !

medical. I have had lots of extra expenses for ry Herble thru hthese
terrible 8 months., 6 prescriptions and medical only covercd 1,
I saved the taxpaers about 50,000, having Herb*s surgeries done =
with Shriners and al .o thougands of dollars by taking care of him at H
home here wnen both Shriners dr°s and the "Regional center® recoxmonded
skilled nursing hone,
The most difficul* time of all has been tnese past woeks since
Herb got cast off as he ¢ d hardly movc and screaned in pain if we
toucned him 80 I have been up with hin about every hr. at night. 4
I am geing to scnd a copy of this letter to Protection and Advocncyi
and Mrs. Churchill
Another thing I am concerned about, if I pay tnis $247 back by
CHECK how will it gshos that we did NOT rccelve this for Heldi®s financial ¢
ald. %727 I knew You will be nappy to hear Heldt was on Dean’s List
and 4o now taking 24 units and will bo in Dance Production next mo. -~
Drop re a note if you can wait on this check but 1 am enclosing i
$120. I will not beable to tnlk for a few days

Barbie langefeld

Pncloaad yrur letter angd check i
Uil Mawine Yo boasditw 60 tHerk 0 e hove st o L‘ﬂ

M‘ ans .. -
yet +he is |7 yrs. dd.Can net :;&m(c.&) tc. & Says Pady can

- 4‘-‘;‘}{.
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Hrs. Barbara Langefeld
25141 Sea vista
Bana Point, CA 92629

Moril 2, 1985
Dear Mrs. lanp.feld:

As of this date

the September 1984
collected

overpyament of $247.79 remaing une
» refer to letter snclosed

Please contact me before 4/15/85
repayment, If I do not hear f
our having to put Herbie on ar

» in order that we might make a plan of
rom you by this date, 1t will necessitate
rears payment, fn order to collect the

$247.70 amount via our JHSS computer,
Sipcerely,
oA
Hrs. T. Thonbfon, Socfal Horker
834-5429

st

Enclosures
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4 \m M\
(AT Gl OUNTY OF {( {RANGE
;.;\"1 N, J s
S 3 -
s \/ SOCIAL SERVICES AGENCY |
LARRY M LEAMAN, DIRISTOR
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January 18, 1985 o :..". o -...:. D wree moveesrases
R U e Y- Lt
D i aere oorve, tevra D ves 0. @177 Save s0ane
Mrs. Barbara Langefeld ST SN T
25141 Sea Viste Pvbagiratpea . "
Dana Point, CA 92629 Bl Ioghrgt 0 g ety
- (rearenc-owre} 4 rvmneTad o $I00F

Desr Hrs. Langefeld:

, The IHSS hours authorizey effective January '85 and continuing will be
254.4, as 1 have increased time authorized for skin rubs. The 254.4
hours authorized is after 8.7 hours of respite have been deducted from
Herbie's total need for services. You will receive a supplemental check
for 42.7 hours for January ‘85 (254.4 elfgible to 211.7 recefved.)

You wi11 al50 receive (3) additional checks frua the months of 7/84
($20.45). 8784 ($21.17), 9/84 (321.17), as the cosputer did not send
the retroactive wage incresse from $3.45 to $3.55.

At this time the September overpayment. of 69.8 hours. can not be collected
as previously discuss. In order to reconcile the computer a8 check should
be made out to JSS/IHSS Program, in the smount of $247.79, in the lower
Teft hand corner under memo please indicate September ‘84 overpzyment.

It continues to be your responsibility to notify this agery when the
respite person assymes rore responsibility for Herbie's parsonal care, ‘
and when Herbie's program of care changes.

Please call me regarding any questions.

Since .

i Q/ e

. 7. Thoopson.” Social/Korker
834-5429

ERIC

Aruitoxt provided by Eic:
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CASE WESTERN RESERVE UNIVERSITY,
Cleveland, OH, April 4, 1985.
Select Committee on Children, Youth and Family, Room 885, House Annex 2, Wash-
ington, DC.

Enclosed you will find a list of publications from my study and reprints (or pre-
prints) of pertinent papers.

A copy of the abstract, scheduled for presentation on May 22, 1985 at the Ameri-
can Psychiatric Association Annual Meeting, is also enclosed. The abstract focuses
narrowly on the finding that the chronic stress of mothering disabled children does
not cause Major Depression. In the paper I will report in addition that mothers of
disabled children had a significantly higher rate of non specific psychological dis-
tress compared to controls, 30% and 16% regpectively. Non-specific psychological
distress, although it does not correspond to any specific psychiatric disorder, affects
the quality of life of individuals and their ability to respond effectively to life’s prob-
lems.

I will report also that the adverse effect of chronic stress on families is reflected
in an increased rate of divorce. During a five year period, 122% o1 230 married
mothers of disabled children became separated or divorced, compared to 5.5% of 290
mothers of children free of physical disability. The difference is statistically signifi-

cant.
Sincerely,
NaoMI BRESLAU,
Ph.D., Associate P; ofessor of Sociology.
Enclosures.
O
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Women's Labor Force Activity and Responsibilities for Disabled
Dependents: A Study of Families with Disabled Children

N»+0oM1 BRESLAU
Case Wesiern Reserve University School of
Medicine

DAVID SALKEVER
The Johns Hoplins Universlty

KATHLEEN S. STARUCH
Case \estern Resen e University

Journal of Health and Social Behavior 1982, Vol. 23 (June):169-183

Previous research demuonsirated that the presence of voung childrenin the home has a negative
impact on the murket work of the mother. Houever. the effects of nomen's respansibilities for
the care of disubled funnly members have rarely been examined. This paper reports the resulls
of a study of the impact of child disabillty on maiernal labor-force acilvlty. Dato were gathered
Jroom 360 fomdies of clildren with cystic fibrosis. cerebral palsy. myelodysplusia or mualiiple
physical landicaps and from 456 randomly selected families with chlldren [ree of disabilitles
Srum ihe sume gengrupluc area. Among nwo-pareni famllies. child disability Interacis with race
and family Income: 11 exerts a greater negadlve Impaci on maiernal labor-force participatlon of
black and low~income famidies. as compared 10 white and high-lncome families. Lahor markei
acinny of single wothers does not appear o be significamly affected by child disability either

alone or i imeraction with income and race.

Women's activities in the labor market have
been dominated by the events of motherhood.
Historically. the presence of young children in
the home has had a powerful negative impact
on the employment of the mother. Researchers
point out that the presence of a young child
plays a ey role in the monetary considerations
that lead to a mother's dericion not to work

This research was supported by grunts from the
Cleveland Foundation and the C. S. Mott Founda-
Lion

Address communicdtions to. Naomi Breslau.
Ph D . Depanment of Epid logy and C y
Healih. Case Western Reserve University School of
Medicine. Cleveland. OH 44106,
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outside the home. This is so0 because the cost of
acceptable substitute child care often out-
weighs the potential contribution to family in-
come from the mother’s paid work (Cain. 1966:
Mincer. 1902: Sweet. 1973). Public attitudes
regarding child developmeri. women's roles.
and the satisfaction to be gained by women
from family as opposed to market activities
have also exerted a negative influence on their
employment {Smith.-Lovin and Ticlamyer.
1978: Waite and Stolzenberg. 1976).
Although *he presence of a small child in the
home continiies to inhibit maternal employ-
ment. Waite (1976) found that its eflect de-
creased sub stantially between 1940 and 1960.
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Indeea, recent Isbor statistics attest to major
changes in the maternal labor force. Labor
force participation rates for married women
with children under 6 years of age rose sharply
from 26.5% in 1970 to 41.6% in 1978. For mar-
ried women with older children (6-17 years
old). this rate increased from 45% to $7.2%,
and the increase for women who were house-
hold heads during this period was from $3% to
58.9% (U.S. Depariment of Labor, 1979).
Waite (1976: 74-75) speculates that the decline
of the negative effect of young children on em-
ployment “is probably due to increased wage
nates for women. which increased opportunity
costs of the withdraw! of the wife from the
labor force. and to more favorable attitudes
toward working mothers,”

While the responsibilities of caring for small
childre n may have become a weaker deterrent
to women's maiket work, the effect of othes
responsibilities may be increasing. Recent
statistics from the U.S. National Health Sur-
vey indicate a dramatic increase in the preva-
lence of childhood disabilities. The reported
percent ¢ of children in the noninstitutional-
ized population having activity limitation due
to chronic conditions increased from 2.7% in
1970t0 3.9% in 1978. The corresponding rise in
the prevalence of limitation in major activity
(schooling) was from 1.3% to 2.05% (U.S. Na-
tiona) Center for Health Statistics, 1972, 1979).
Improvements in medical therapies, which in-
creased the survival rates and prolonged the
lives of children bor with se-vere physical im-
pairments, have contributed to this trend. The
recent shift from institutional care to care in
the home is undcubtedly reflected in these
statistics, as well.

The rescarch reported here focuses on the
effect of a disabled child in the home on the
mother’s activity in the labor force. Disabled
children can be expected to increase inordi-
nately the childcare demands on families.
TF 5 results from the children's greater depen-
dence on others for self-care and mobility. the
time parents must spend in obtaining medical
and related services and in-home therapy, and
the limited availability of substitute child care
for disabled children. “uch increased child-
care demands would tend to inhibit maternal
employ ment because they constitute additional
nonmarket work in the home, and because of
powerful cultural norms that assign to women

the principal responsibility for the care of sick
family members (Carpenter, 1980; Lewis and
Lewis, 1977). At the same time, however,
there are other consequences of child disability
that may have an opposite effect. Added de-
mands for purchased professional services in-
crease the family’s financial needs and could
induce mothers to enter the labor force or re.
mainin it. A similar e¥ect may sesult from the
psychological strain of caring for a disabled
child and the associated increase in the psychic
benefits for the mother of work outside the
home,

Recently, Salkever (1982a, b) has examined
this question using data from national house-
hold surveys for 1972 and 1975. The results
indicate that children's disabilities do in fact
reduce labor force activity of mothers. These
studies also indicate that .~ effects are signifi-
cantly gicater for lower incon,e, white families;
for non-whites, the effects are not statistically
significant. Although this research suggests a
potential income differential in the impact of
child disability on maternal employment, it has
not fully explicated the basis for this observa-
tion. Furthermore, the effect of the severity of
child disability on matemal tahor force activity
was not analyzed, nor did the sample include
an adequate number of non-white families with
severely disabled children to test and estimate
effects on non-whites. .

Qur primary focus is on the following ques.
tions: Does child disability have a greater
negative effect on maternal fabor force activity
in low-income familics and black families than
on high-income and white families? Does it,
thereby, constitute a greater burden on the
earning potential of low-income and black
familics, as compared to these other families?
Economic forces, cultural factors, and patterns
of family organization shape a different labor
market behavior among black in comparison to
white women. as previous research has con-
sistently demonstrated (Cain, 1966: Landry
and Jendrek. 1978: Sweet, 1973).

Hypotheses

Ourcentr  hypothesis is that childhood dis-
ability exei.s a more negative effect on mater.
nal employment of black and lower income
families than of white and higher income
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famifies. Such racial and income differences
can be expecied to result from class-linked
variations in the employment opportunities for
women. Both income and race were used as
variables in this nnalysis on the basis that each
may index a different aspect of these class-
linked variations.

Black and low-income mothers are more
likely to hold blue-collar, low-skilled jobs, and
therefore to be more affected by the presence
of adisabled child in the home for the following
reasons. First, conflicts between child-care
demands and demands of the workplace may
be grester for them because the types of jobs
they have access to do not accomodate easlly
to flexible or part-time schedules or frequent
absences (Cook, 1978). Second, the monetary
benefits of hourly wage, low-paid work (part-
time or full-time), net of the high costs of
non-family care for disabled childrer, may be
100 insubstantial to constitute an effecuiv2 in-
centive for market work. Third, as the primary
motivation for maternal employment in low-
income and black families is more likely to be
financial need (Landry and Jendrek, 1978),
their decision to work for pay would more
likely be governed by these monetary consid-
erations. In contrast, mothers in higher income
and white families would have greater access
to work in an office situation, which adapts
more readily than many other employment
situations to part-time work and is more toler-
ant toward absences. Furthermore, higler
paying jobs are more likely to yield a surplus of
carnings over the extra costs of child care.
Finally, and perhaps most important, higher
status jobs may provide psychological rewards
even whenthey do not increase the family's net
income. A pleasant or interesting part-time job
may be a welcome activity, providing stimula-
tion and relief from the routine chores of
homemaking and the demands of caring for a
disabled child.

A second consideration is the impact of child
disability on the employed mother's hours of
work. With respect to work hours, different
consequences can be expected. Black wd
Jow-income mothers of disabled children are
unlihely to respond to the conflicting demands
of work and home by reducing their work
week. they are more likely to respond by drop-
ping out of the work force altogether. There-
fore. we would not expect to find a substantial
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difference between the average hours worked
by these women and those worked by compa-
rable mathers without disabled children. White
and high-income mothers, in contrast, are
more likely ‘o0 respond w the extra burdenofa
disabied child by taking 8 part-time rather than
full-time job. These combined trends would re-
sult in greater reductions in hours of work for
white and high-income, as compared to black
and low-income, employed mothers, an oppc-
site interaction effect to that expected fo: labor
force pasticipation, The net negative impect on
the number of hours worked by white and
high-income women would be attenuat” .,
however, by the fact that—in the .aeral
population of working women—» uiter and
women with high incomes have .ignor rates of
part-time employment, as compared to blacks
and those with low incomes (Landry and fen-
drek, 1978). On balance, we weuld expect an
average, weak, negative effect on hours of
work of employed mothers.

Sample and Data

Families of children with cystic fibrosis,
cerebral palsy, myelodysplasia, and multiple
physical handicaps were selected ‘rom among
families attending four pediatric specialty clin-
ics in two teaching hospitals in Cleveland,
Ohio. Most children with thess severe condi-
tions are referred to tertiary medical institu-
tions. Since the participating hospitals are two
of the three tertiary hospitals in the Clevelsnd
area, their clinical populations provide rela-
tively representative samples of children in
these diagnostic categories residic, in the area.
All Cleveland area families of patients in these
« iagnostic categorics who were 3 to 18 years of
age were asked to participate in the study.
From 460 cligible families, 369 (80%) complete
and usable interviews were cbtained. :

For a comparison group, a three-stage prob-
ability sample was designed to represent all
Cleveland area families with one or more chil-
dren 3 to 18 years old. From 530 cligible
families. 456 (86%) complete interviews were
obtained. In each family, a randomly selected
child between 3 and 18 was defined as the
Index Child. and was the focus of an extensive
inquiry, comparable 10 that concerning the dis-
abled child. Dzta were gathered from mothers
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in which ¥ = labsr force participation; ¢, to ¢, mothers was the dependen’ variable, using the
= six predictors of labor force participation  same set of independent variables but without
usod here as covariates (AGE. AGE*, EDU- interaction terms. .
CATION, CHILDREN, YOUNGEST, Analysis of subjective daia collected from
HEALTH):x; = RACE:x, = O-INCOME:d, = mothers, regarding the impact of child dis-
DISABLED (see Table 1). The interaction Ny-  ability are presented to corroborate the regres-
potheses would predict that: (1) B,, and B, are  sion results. An eighi-iem scale was used to
statistically significant, and (2) the size and measure role restrictions attributed by mohers
sign of the coefficients in tha equation indicate to having a disabled child in the home.* The
a greater negative effect for black and for items describe a mother's curtailed possibilities
low-inzome families. In a second set of for employment, going back to school, follow-
analyses, weekly hours worked by employed ing her own interests, and day-to-day activi-

TABLE 1. Means and Standard Deriation; (in parentheses) of Variables Included in the Modui by Maria]
Status and Child Disabiliy

Two-Farent Families Single-Parent Fami}
With a Without a With a Without a
Disabled Chid Disabled Child Disabled Child Disabled Child
(n = 270) (n = 361) (n = 9]) (n = 95)
LFP* KX 48 47 K
.5) .5} .5 (.5)
HOURS*t 2. 30.5 354 38.2
(AEN )] (14.1) (12.8) (10.2)
AGE* 36.7 383 37.2 35.7
(3.0) @.7n 9.2 9.3}
AGE?* 1413.6 1546.6 1467.2 1361.8
(633.2) (698.9) (800.2} (719.4)
EDUCATION® 121 128 1.3 1.9
2.3 Q.10 2.5) .1
CHILDREN® 2.7 23 2.5 2.2
.4 (1.2) (1.6 (1.3)
YOUNGEST* 7.2 84 9.1 8.}
(4.8) 5.2) 4.8 5.2}
HEALTH* 1.9 1.8 23 2.0
.7 (6} (.8) [0/}
RACE®* 02 .20 53 .67
(3 (.4) .5 (.5)
O-INCOME* 19.5 225 4.7 4.2
ao0.1) (14.9) 4.8) (4 0)
ADL* 5.6 08 4.2 v.5
6.2) 2.00 (5.4) (1.6}

* LFP—ubor force participation: the first dependent vanable, a dummy vanable scored | 1f the mother was
employed ut the time of the survey, 01f she was not: the predicted value of this dichotomous variable in this
model may be interpreted as the probability that a mother was employed, given the values of the independent
variables.?

HQURS—number of hours per week an employed mothzr worked: the second dependent variable,

AGE—the motber's uge in years.

AGE?~the mother's aige in years squared.

EDUCATION—~the number of vears of schooling the mother completed.

CHILDREN—the number of children under 18 living at home.

YOUNGEST—the iige of youngest child.

HEALTH—mother's subjective health assessment, rated as | = excellent, 2 = good, 3 = fair, 4 = poor.*

RACLE—u dummy vartable scored ! = black. 0 w cther.

0-INCOME—other income, the 1ota} annual family income from sources other than mother’s earmings for
the past year tin thousiands of dollars).

DISAULED—: dummy variable scored 1 = 2 disabled child is present. 0 = no disabled child present.

ADL.—~activities of dusly lving' 1he tevel of disability of the Index Chuid

t For employed mothers only.
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in home interviews using a structured ques-
tionnaire including self-administered instru-
ments.!

Maodel and Method of Analysis

The effect of child disabilty on maternal
employment is examined in this study within
the framework of prior research on labor
market activity of married women (Bowen and
Finegan, 1969: Cain. 1966: Heckman, 1974
Landy and Jendrek, 1978: Sweet, 1973: Waute.
1976. 1980); most research on maternzl em-
ployment has focused exclusively on married
women. The factors most frequently identified
as having an influence on wives’ employment
canbe classified in fourcategories: (1) domestic
demands. including number and age of chil-
dren, (2) mother’s earning potential, including
her age and education, (3) socioeconomic fac-
tors. including husband's income and race, and
(4) labor market conditions, including area un-
employment rates for women. Of these. only
labor market conditions are not included in this
siudy because they are constant across the
sample. Mothers™ health. a vanable rarely in-
cluded in previous research, is added to this
analysis. as there is some evidence that moth-
ers of disabled children may bein poorer health
than other mothers.? a fact that may account
for differences in employment rates. Since the
focus of this analysis is on the differential im-
pact of childhood disability on the labor supply
of mothers by race and income levels, other
variables that inflaence mothers' employment
are included in the model as covariates, in
order to control for their effects. Data are ana-
lyzed separately for married and for single
mothers.

Means and standard deviations of the vari-
ables in this study. cited by marital status for
famihies withand without disabled children. are
presented in Tablc 1. The activities of daily
living (ADL). the level of disability of each
index child. were determined from a six-item
Likert scaie, which measures the extent to
which the child gets help 1n each of the follow-
ng activines: eating. dressing. washing.
tolleting. going up or down stairs, and going
outdoors. Responsss on each of the items
zange from ““never’” (0) to “‘most of the time™
(3). and scale scores, computed by summing

vver the six items, range from 0 (no disability)
to 18 (high disability). Internal consistency re-
liabitity (Cronbach’s alpha) is .88.

Information on income from sources other
than mother's eamings (O-INCOME) of
families with employed mothers was obtained
directly only for the randomly sclected familics
(i.c.. thuse without a disabied child). For
families of disabled children with working
mothers, values on O-INCOME were esti-
mated as a function of other variables: marital
status. average earnings of huteand's occupa-
tion (using detailed three-digit occupational
codes), husband's employment data, educa-
tion. age. race. rent, number of children, and
alimony. A rezression of reported family in-
come exclusive of mother's earnings (O-
INCOME} in the random sample of families
was used to calculate weights for these pre-
dictors. This regression predicted 50% of the
variance in the dependent ~zriable. We exam-
ined also the possibility that race and marital
status intsract vith other predictors of O~
INCOME. Such interactions would indicate
the desirability of estimating we'shte in sepa-
rate equations by race and marital status
groups. A hierarchical model with such in-
teractions was tested. The increment to ex-
slained variance in O~-INCOME attributable to
the set of interactions was not statistically sig-
nificant (F = .802: df = 11,150). We concluded
that weights estimated on the total randos
sample could not be improved upon by cal-
culating them separately on black and white,
married and unmarried sub-groups.

Missing data present litile problem in this
analysis. since information on any of the inde-
pendent variables was missing in only a few
cases (no more than 0.5%). When values were
missing. the mean of that variable for the cases
in which values were available was substituted
(Cohen and Cohen. 1975).

To examine and estimate the effects of child
disability on maternal labor force participation
as conditioned by family income and race. an
ordinary least-squares linear model was used.
Differential effects of child disability were
tested as interactions between child disability
and moderator variables of interest (namely.
family income and race) in the following
hierarchical model:

Y = Bycy + . . . By + B;xy + Byxs + Bod,y

+ Budyx, + B, dyxs + a,
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ties. Responses range from "' strongly disagree”
(1) to “strongly agree” (5); and scale scores
range from 8 (none) to 40 (many restriciions).
Internal consistency reliability of the scale
(Cronbach's alpha) is .86.

RESULTS
The Presence of a Disabled Ciild in the FHome

Table 2 shows the regressions of maternal
labor force participation for two-parent and
single-parent families; Jndinary least squares
unstandardized partial regression coefficients
are presenied. As can be seen in this table, the
results for two-parent families confirm our ex-
pectations. Cocfficients for the two interaction
terms. DISABLED x O-INCOME and DIS-
ABLED x RACE, are statistically significant.

TABLE 2, Hierarchical Regressions of Maternal
Labo* Force Participation by Marital
Status (partial unstandardized regresslon
coeflicients; standard errors in par.

enthesa)
Independent Two-Parent Single-Parent
Varuable Families Families
(n = 639) (n = 186)
AGE .0479° 0239
.0191) ( 0244)
AGE? ~.0007* -.0004
(.0202) ( 0003)
EDUCATION .0350° 0423
(.0093) (.0162)
CHILDREN -.0059 -.009]
(.0171) .0271
YOUNGEST 0231 0296*
4.0056) ( 0092)
HEALTH -.0226 -.1762*
(.029%4) (.0478)
RACE 13230 -.2354°
( 0657) {.1054)
O-INCOME - 008s* ~.0156
(.0018) (0121
DISABLED -.1302 -.1570
(.0838) (.1343)
DISABLED x
O-INCOME .0068* -.0016
{ 0034) ( 0152)
DISABLED x
RACE - 2R 1597
[1113) .1367)
Constunt -3 090
R: 108 317

* Coeflicient exceeds twicy s standard error ip<
05).
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indicating 1hat the labor force participation re-
3ression slopes on DISABLED change with
the values of O~INCOME and RACE.
Further, from the coefficents in he equation
we can conclude that child disabilty has a
stronger negative effect on low-income and
black families than on high-income and white
families. The results leading to these conclu-
sions are presented in detail in the paragraphs
below.

The regression siope of labor force partici-
pation on O-INCOME in the randomly
selected families, measured by the coefficient
of O-INCOME (from which is partialled DIS-
ABLED x O-INCOME), indicates that 2 drop
of $1.700 in O-INCOME ir:reases by almost
1% the likelihood that a mother is employed.
This estimate replicates closely the estimated
cffect of husband's income on the employment
of married mothers reported recently by Waite
(1380) for a more homogencous and younger
cohort. For a family with a disabled child, the
corresponding rise in labor force participation
with & unit decrease in O-INCOME is by less
than 0.2%.

From these result:  the point of intersection
of the regressions ¢ sbor force participation
on O-INCOME for Lumilies with and without a
disabied child can be calculated, and it can be
determined whether the interaction is ordincl
or disordinal; i.c., whether the rank order of
the two samples with respect to labor force
participation is constant or whether it is re-
versed withchanges in O-INCOME (Kerlinger
and Pedhazur, 1973:255). Family income ex-
clusive of mother's eamings (O-INCOME) at
the point of intersection of the two regression
slopes is approximately $19,000, a value well
within the range of interest in this study. It is
also the median O-INCOME of two-parent
families with disabled children. The interaction
is thus disordinal: at low le vels of O-INCOME
(<S$19,000) 2 mother of a disabled child is less
likely to be employed than is a mother of chil-
dren free of disabiliies, whereas when O-
INCOME is high (>519.000) the probabiliy
that the mo.her of a disabled child is employed
is greaer.

To describe the nature of the imeraction
more clearly, changes in labor force panticipa-
uon raies that are associated with having a
disabled child were estimated a1 several repre-
sentative income levels (Table 3). An estimated
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TABLE 3. Estimated EfTects on Employment Proba-
bilitles of Married Mothers of Disabled
Children by Family Income Exclusive of
Mother's Earnings

Estimated 9 of Sample
O-INCOME Effecis (cumulative)
5,000 ~-10% 3
7.000 -8% 8
10.000 -6% 15
15.000 -3% 333
19.000 % 50
20.000 0.5% 23]
23.000 3% 0
25,000 4% 86
30.000 % 92

effect of a disabled child, given a ceitain level
of O-INCOME, is the difference between the
predicted probabilities of employment of a
mother with a disabled child and one without
such achild at that level of O-INCOME, using
the coeficients produced in the regression. For
example, in comparison with 2 mother of chil-
dren free of disabilities but with the same
O-INCOME, the probability of a mother of a
disabled child with O-INCOME of $5,000
being employed is, on the average, 10% lower.
When O-INCOME is $10,000, the negative
effcct of a disabled child is smaller; specifi-
cally, the probability of maternal emplcyment
is reduced by 6%. The presence of a disabled
child in families whose O-INCOME is greater
than $!9,000 has a postive impact on maternal
employment. For example, when O-INCOME
is $25,000, the probability that a mother of a
disabled child is employed is 4% higher than
when a disabled child is not present. An in-
spection of Table 3 reveals also that compared
to only one-fifth of the families with incomes
associsted with increases of 3% or more,
one-third of the families are at income levels
associated with reductions of 3% or more in
employment probablities. On the whole, how-
ever. the opposing effects cancel each other
out. it is not surprising, therefore, that the
main effect of Lhild disability on maternal labor
force participation (as estimated in an equation
that does not include interaction terms) is weak
and statistically Insignficiant (B = -.0228;
S.E. = .0397).

As O-INCOME values for working mothers
of disabled children were estimated as a func.
1ivn of other variables. it could be argued that
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the markedly attenuated regression of labor
force participation on O-INCOME in two-
parent families with disabled children might, in
part. be an artifact of a greater measurement
error of O-INCOME in this group. It might
also be argued that, in using weighte calculated
on the randum sample, we have overestimated
the actual O-INTOME for employed mothers
of disabled children—an crror that would in-
deed result in a downward bias of the coeffi-
cient of maternal employment on O-INCOME
in this sample. Indeed, in applying weights es-
timated on the random sample tc families with
disabled children, we make the assumption
that the same set of factors predict O-
INCOME in the same manner in both popula-
tions. That is, we assume that (1) there are no
unique sources of O-INCOME in the disabled
semple, and (2) the principal predictors have
similar weights in both groups. With respect to
the first assumption, it should be noted that the
major assistance program .o families of dis-
abled children (i.e., Crippled Children Ser-
vices) supports the provision of medical ser-
vices, but does not transfer cash payments to
families. As to the potential differences in the
weights of predictors used to generate O-
INCOME, it could be asked if husband’s in-
come, the single most important predictor of
O-INCOME in two-parent families, might be
significantly reduced by the presence of a dis-
abled child in the home. However, previous
research by Salkever (1982b) shows that pater-
nal 2arnings are not significantly decreased by
the presence of a disabled child. It secems
doubtful, therefore, thst our estimation proce-
dure has systematicaliy overstated O-
INCOME for families with disabled children.

There is other evidence to suggest that our
finding is not the result of statistical bias. First,
the same sort of income interaction observed
here was also reported by Salkever (19822).
Second, information on O-INCOME for
non-working mothers was obtained in the sam-
ple of disabled children directly from respon-
dents, just as it was in the random sample. A
comparison of O-INCOME distributions for
non.working mothers in the two samples
clearly shows a markedly greater propartion of
low O-INCOME among non-working mothers
with disabled children than among those with-
out disabled children. The respective propor-
tions of mothers with O-INCOME less than
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$10.000 are 18% and 5%, of those with O-
INCOME of $10,000-519,000, 40.5% wnd
32.8%, and of those with O-INCOME of
$20,000 +~d over, 41% and 62% (p < .00CS).
Mean O~INCOME of non-employed married
mothers with disabled children is $15,052, and
of those without disabled children, $25.377 (t =
4,074 (343):p < .0002). It is highly unlikely that
such a large difference in income distribution
could be exglained by other factors, such as
class differences in prevalence rates of chil-
dren’s disabilities. In this regard, it should be
ncted that income data from the United States
Census Bureau's Survey of Income and Edu-
cation, presented by Salkever (1982b), show
muck smaller differences between all families
with and without disabled children.

The negative effect of a disabled child on the
probability that a married mother is employed
is almost three times as strong among blacks as
among whites, 36% and 13%, respectively
(Table 2). The coefficient for whites is not
statistically significant, whereas the coefficient
that measures the difference between the effect
of disability on blacks and on whites is statisti-
cally significant.

The finding that child disability has a
stronger negative effect on the lat.or market
behavior of black and low-income wives than
on that of white and high-income wives is sup-
ported by the subjective reports we collected
from mothers regarding the extent to which
child disability restricts their nonfamilial roles.
On the scale measuring role restrictions, black
married mothers of disabled children scored
higher, on the average. than their white coun-
terparts, 18.03 and 15.90, respectively (@ =
1.945 (276), p = .05). The difference between
low income (< S10.000) and high income (>
$10.000) i even greater. 18.86 and 15.78, re-
Speciveiy 1t = 2,926 (276), p = .003). On the
itcm most directly related to empioyment—"1
cannot tike a job ouiside the home because of
the child’s condition”—a higher proportion of
black than white wives expressed agreement,
27% and 19%, respectively: and propor-
tionutely more low-income than high-income
wives expressed agreement, 31% and 18.5%,
respectively. In sum. respondents’ perceptions
of the extent 1o which the care of a disabled
child confined them 1o a domesuc role and
preempi~d employment corroborate the re-
gression results on the lzbor market behavior
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of marricd mothars. Both sets of data indicate
that child disabiliiy is a stronger deterrent to
maternal employment in biack and low-income
families tnan in white and high-income
families.”

As Table 2 shows, resuits on other determi-
nants ¢ ioyment of raarried mothers are in
accord with past research. Mother's age has a
curvilinear effect on employment, as indicated
by the signs and statistical significance of the
two age variables (see Landry and Jendrek,
1978, and Sweet, 1973, for similar results). With
respect to level of education, our results indi-
cate that an additional year of formal education
raises the probability that a mart od mother is
employed by 3.57% (see Bowen and Finegan,
1969: Cain. 1966: and Sweet. 1973). Number of
children has no effect on the employment of
wives in our sample, which comprises families
with at least one child present in the home. In
contrast, age of youngest child has a positive
effect on the employment probability of mar-
ried mothers: The likelihood that a “narried
mother is in the labor force increases by ap-
proximatety 2% with each additional year of
age of her youngest child (see Caun, 1966;
Sweet, 1973: and Waite, 1980). The effect on
employment of a mother’s rating of her general
health is not statistically significant.

Table 2 presents also the unstandardized re-
gression coeflicients of labor forcz participa-
ton of mothers in single-parent families. This
category comprises widowed, divorced, sepa-
rated. and never-misried mothers. In contrast
with the results fo* two-parent families, in-
teraction terms between the presence of a dis-
abled child in the home and income or 1ace are
not statistically significant. The absolute value
of the coefficient for the product terra DIS-
ABLED x RACE. however, is greater than its
standard error. The sign of the coefficient is
positive. in contrast to the negative sign of the
corresponding coefficient for two-parent
families. This could mean that, whereas for
two-parent families the negative impact of
child disability is greater for blacks than for
whites. among single—parent families the effect
is the reverse. The negative effect of child dis-
ability among single mothers was found only
for whites. reducing the probubility of their
employment by approximately 167, whereas
the employment probability of comparable
blacks was unaffected.
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Aside from its possible interaction with race.
child disability does not emerge as 2 factor in
labor force participation of single mothers. The
model. however. does account for a substantial
part of the variance (i.c.. 32%) and three fac-
tors are found to have substantively as well as
statistically significant effects. Mother’s edu-
cation and age of youngest child have strong
positive impact on labor force participation of
single mothers. just as they have for married
mothers. In contrast. mother's health has a
positive and statistically significant cffect on
the employment probability of single mothers
only. We speculate that their close financial
dependence on market work would induce
healthy single mothers to seek work. leaving
among the non-working single mothers a dis-
proportionate number of those who are in
poorer health. Conversely. since married
mothers have more discretion regarding
whether or not to work for pay (as their lower
labor force pariicipation rates show). tneir
health is less likely to be a factor: and its re-
lationship with employment status is. there-
fore. likely to be weaker.

In a second set of hierarchical regressions.
we exzmine the effect of child disability on
hours of work for employed mothers. The hy-
pothesis. as stated above. is not one of interac-
tion but rather of an average. weak. negative
effect. Table 4 p-esents the results for two-
parent and single-parent familics. The coeffi-
cients of chiid disability are not statistically
significant for either two-parent or single-
parent famiiies. The results. however. are con-
sistent with our expectation. in that ihe coeffi-
c.ents are negative and are larger than their
respective standard errors: for (wo-parent
famities. B = ~2.3317 (s ¢. = 1.6536). and for
single-parent families. B = —2.9439 (S.E. =
2.4883). Furthermore. the regression coeffi-
cient of child disability calculated on the com-
bined sample of two-parent and single-parent
families is almost twice as large s its standard
error; B = ~2.5768 (S.E. = 1.3718:p < .10).

Three factors in the model affect hours of
work of married mothers: 2ge of youngest
child. race and O-INCOME (Table 4). As her
youngest child grows older. an employed mar-
ried mother increases her hours of work ap-
proximately one-half hour each year. Employed
black mothers work. on the average. more than
S hours in excess of white working mothers.
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TABLE 4. Hierarchicz! Regrassions of Hours of
Work fer Employsd Mothers by Mariial

Status (pertia) wastandardised
coefficlents; standa-d errer in par-
enthesls)
Two-Parent One-Parent
Independent Families Families
Varisble (n = 250) (n = 98)
AGE -217 1.3059
(.9906) 1.157%)
AGE? -.0017 - 0180
.0123) (.C143)
EDUCATION 0654 -.383%
13629 .55
CHILDREN -.106% -1.0780
(.7759) (9991
YOUNGEST 6172 | 3568
(.2365) (.3652)
HEALTH 4 So8t
1.2636) (1.9037)
RACE 5.5000* 5.1904°
2.1638) (2.4966)
O-INCOME -.2063* g2
.0832) (.2359)
DISABLED ~2.331% —294%
(1.6535) 2.4383)
CONSTANT 32.931 14.474
R? .100 .167

® Coefficient exceeds twiee its standard error.

Husband's income has a negative effect on
hours of employment of working wives; an in-
crease of $5.000 is associated with a reduction
of one hour of work. These effects may mea-
sure changes from pan-time to full-time em-
ployment more than smali increments in hours
of work. Thus, the racial difference probably
reflects the smaller proportion of part-time
workers among black thaa among white work-
ing wives. Our own dota indicate sucha trend.
as do data presented by Landry and Jendrek
(1978).

Of these three determinants of hours of work
in two-parent families. only race is stutistically

significant in predicting hours of work of single ..

mothers. We tested also the interaction effects
of child disability withO-INCOME and race on
hours of work. but failed to find evidence for
such interactions for either two-parent or
single-parent families.

The linpacs of Severity of Child Disubility.
Severity of child disability was hypothesized to
interact with family income (O-iNCOME) and
race. reducing (as the seventy increases) the
labor force participation of mothers in low-
income and black familiecs more than it reduced
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that of mothers in high-income and white
families. "Activities of daily living” (ADL)
measures the extent to which the child gets
help in self-care and mobility. We chose (his
scale as sn appropriate index of severity of
disability on the grounds that it probably mea-
sures the burden of care imposed on parents
more closely than other disability measures.
Table S presents the regression of maternal
labor force participation and hours of work on
ADL interactions with income and race. Al-
though these results are from analyses in which
the total set of six covariates are entesed before
ADL and its product terms with O~INCOME
and RACE, the coefTicients of these cova.iates
do not appear in Table 5. as they already ap-
pear in 1ables 2 and 4.

Res lts on the effects of ADL on labor force
participation in two-parent fan.lies are gener-
ally consistent with our expectaticas {see
Table 5). The interaction between ADL and
O-INCOME is statistically significant and with
the hypothesized sign. The negative (linear)
impact of severity of disability on maternal
employment decreases with increments in
family's income n2t of mother's earnings. The
negative slope measuring this impact is
steepest for those with the lowest incomes, and
is reduced by .0008 with an income increase of
$1.000. 12 Table 6, we present regression esti-
mates for selected levels of O-INCOME and
changes in employment probabiiities associ-
ated willi three levels of ADL at each of these
income levels. following the technique de-
scnibed in Cohen and Cohen (1975:310-314).

TABLE 6. Estlmated Regresions of Maternal LFP
on ADL sz Estimated Losses In LFP by
ADL st Representative Levels of O-
INCOME for Twe-Parent Fambies

Changes in LFP at
ADL» ADLe ApDLe

O-INCOME  Siope [4 12 18
5.000 =020 ~712 -4 -36
10,000 -016 -.10 ~-19 -2
0.0 ~008 -.08 -10 -1
30,000 000 .00 .00 .00
40.000 000 05 .10 14

As Table 6 shows, the siope of ADL on labor
force participation for families with an annual
income of $5.000 is ~.020. This can be
transtated to a loss of 12% in the probability of
employment at <. leve! of disability that chas-
acterizes the average disabled child in two-
parent families (i.c., ADL = 6). For mothers
with a more severely disabled child, i.e., at one
and two ciandard deviations above the mean,
the likelihood of employment is redused by
24% and 36%, respectively. For families with
an annual income of $10,000, the slope iz —.016
and the associated reductions in employment
provabulities are smaller. For families with an
annual income of $30,000, there is no linear
relationship between level of disability and
labor force participation. whereas for those
with an income over $30,000, the regression
slope is positive, indicating a positive impact
on fabor force participation of severity of dis-
ability. However, the reversal of the regression

TABLE 5. Hierarchical Regressions of Labor Force Participation and Hours of Work on Severity of Child
Disabitity (ADL) by Maritat Status® (partial unstandardlzed regression coefTiclents; standard error

in parentheses)

ADL ADL x O-lncome ADL x Race
LFP
Two-Parent ~.0236¢ 0008 -.0136
Families { 0076° {.0003) (.0107)
One-Parent 0127 ~.0028 0068
Families (0148) {.0016) {015%)
HOURS
Two-Parent ~-.5942¢
Families (.2036)
One Pareat ~.4091
Families ( 3000)

* Controling for AGE. AGE?. EDUCATION. CHILDREN. YOUNGEST and HEALTH. For HOURS
regression, RACE and O-INCOME are also conirofted.

t Coeffickent exceeds twice its standard error.
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sign is of little practical significance in this
study, since most two-parent families with dis-
abled children (929¢) had an annual income of
$30.000 or fess. Inoeed, the coefficient for
ADL at entry into the regression (i.e., before
the interaction terms were introduced), is
statistically significant and negative, B =
—~.0101 (S.E. = 0039). The size of this average
effect of ADL is approximately the same as
that found for families with O-INCOME of
$19.000, the median O-INCOME of two-
parent families with disabled children. Thus,
although severity of disability has a far greater
impact on those at Jow incomes. it has a nega-
tive impact on the probability of employment
of most married mothers.

The impact of severity of disability on the
labor force participation of mothers in white
two-parent families, as measured by the coefli-
cient for ADL fromn which is partiallec the ef-
fect of ADL x RACE, is statistically signifi-
cart end negative (see Table ). The negative
slope for blacks is even steeper, —.0375, as
compared to —.0236. The difference, rithough
consistent with our expectation. is not statisti-
cally significant.

For single-parent families we did not find
suppon for the interaction hypothesis: nor is
there evidence that severity of child disability
reduces maternal employment rate across in-
comes and racial groups.

In Table $ appear also the regression of
hours of work for working mothers on ADL for
two-parent and single-parent families. With re-
spect to hours of work, we hypothesized a
weak negative main effect of disability mea-
sured either as a dichotomy or as a continuum
of severity. As expected. coeflicients for both
groups are nepative. and in two-parent
families. the coefTicient is statistically signifi.
cant. as well. In single-parent families, the
coeflicient is larger than its standard error, but
is not significant ut a = .10. Adding interaction
terms., ADL x O-INCOME and ADL x
RACE. to the equation of hours of work of
either married or single mothers does not in
crease significantly the variance sccounted for.

Ve infer from these findings that. as level of
child disubility increases. the number of work
hours of employcd wives decreases: and that
this relationship 1S constant across income
levels and between blachs and whites. Among
two-parent families. when level of severty

equals the mean of our sample with disabled
children, a mother reduces her work week by
approximately 3 hours. When the disability is
a1 the maximum Jevel of severity, she reduces
her work week by 10 hours. For single moth-
ers. corresponding reductions of hours of work
are uttenuated, and the negative impact itsellis
not statistically significant.

Summuary of Results

The analysis presented in this paper provides
evidence that cariag for a disabled child in the
home exerts & heghtive impact on the labor
market behavior of married mothers. With re-
spect to labor fore participation, child dis-
aulity imeracts with race and income: it exerts
a far greater negative Kapact on maternal labor
force participation in biack, as compared to
white, families and reduces the probabilities of
maternal labor force participation in families
with income below the median, although in-
creasing such probabilities in families with in-
come above the median. The reduction in lcbor
force participation is in direct relationship with
severity of child disability. Although most
families with disabled children are subject to
the negative linear effect of severity, the
amount of change in labor force participation
associated with a unit change in severity is
greater for families with a low income than for
those with a high income. In convrast, the im-
pact of child disability and severity on weekly
hours worked by employed mothers is not
conditioned by either family income or race.
Family income has the same negative impact
on hours of work of those with and without a
disabled child, and employed black mothers
work longer hours. independently of their chil-
dren’s health. Child disability “as a weak
negative main effect, if any, a. 1 the linear
negative impact of severity of disability, while
satistically significant, is. on the whole, mod-
est.

These findings taken together confirm our
expectations regarding the impact of child dis-
ability on families. Low-income and black
wives. who must choose between the conflict.
ing demands of continued employment and
caning for a disabled child in the home. find
themselves in an either/or situatior: they either
drop out of the labor market or continue to
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work longer hours, as compared to high-
income and white mothers. Conversely, moth-
ers in high-income and white two-parent
families do not respond to the demands of care
of a disabled child by leaving the labor force. In
fact, the maternal employment probability ia
high-income families rises but, like employed
mothers from high-income families and white
families who do not have a disabled child, they
are more likely to spend shorter hours at work,

Labor market activity of single mothers (.c.,
widowed, divorced. separated or never mar-
ried). does not appear to be significanily af-
fected by child disability either alone or in in-
teraction with income and race. The data sug.
gest. however. that there may be a negative
effect on labor force participation among
white. single moihers.

Discussion

Our data are incomplete with respect to an
important factor. Information on family in-
come exclusive of mother's earning was not
gathered from the s mple of families of dis-
abled children. Inits absence, we estimated the
value of this variable as a function of other
variables. Although we have argued (with the
support of empirical evidence) that the ob-
served interaction between child dissbility and
husband’s income on maternal employment is
unlikely to be the result of statistical bias, we
could not rule this possibility out completely.
Despite this limitaticn, the results wamrant
careful consideration. especially because the
area of investigation has received litile atten-
tion and is likely to be of increasing importance
in the future.

An aliernative explanation for the greater
negative impact of child disability in black and
low-income. two-parent families might be that
these families have greater access to publicly
supported medical care for their disabled chil-
dren. According to this arpument. motlers
might reduce their labor force activity in order
to quafy for these programs. or might feel less
of a need for maternal earnings to pay for such
services. The mujor public program supporting
these special services is Crippled Children
Services.® Forty-four percent of the two-
parent famdlies in this study receive such ser-
vices. However. the employment rate among

Q

RIC

185

moathers of recipients is not different from that
of mothers of nonrecipients, 40% and 46%,
respectively. These data, anJ the fact that the
Crippled Children Services proy.. =1 does not
use a strict income-eligibility criterion, seem
to rule out this alternate explanation.
Before one can fully assess the significance
of our findings. it is necessery to take into
the mic conditions that induce
black mamied women and wives of low-
income husbands into the labor market in
higher rates, and for longer hours. Low-
income families are more tikely to depend on
wives' paid work for income nceded for the
purchase of nondi.cretionary market goods
(Organization for Economic Co-operation and
Development. 1978). There is, however, a
sharp contrast between the employment rates
of black wives and those of white wives, a
contrast that persists even when husband's in-
come and other compositional differences are
controlled. Several explanations have been
offered for this discrepancy, such as race dif-
ferences in marital instability. and in the avail-
ability of child care within the household and
from r:latives and friends outside the house-
hold (Cain. 1966: Sweet, 1973). Landry and
Jendrek (1978) present data incompatible with
these arguments. In their data, divorce rates
were not higher among blacks, nor did black
wives have a greater access to child care from
family or friends. They suggest instead that.
“black wives are not deterred from working by
their husband’s income for the simple rcason
that his income is not sufficiently high to allow
them not to work™ (Landrey and Jendrek,
1978:795). Put another way, biack husbands®
income is. on the average, below the thres-
hold level at which it can have a deterrent
effect upon the wives' labor force participa-
tion. In addition to these explanations. other
factors should be considered. In this and in
previous studies. hushand’s income was not
measured with respect to either long-term
eamings or the expected stability of his em-
ployment. The difficulty of maintaining x mod-
est standard of living in unsettled economic
times and in insecure jobs is probably greater
for black than for white families. Such uncer-
tainties may motivate black wives to remain in
the labor market when white wives withdraw in
response 1o increases in husband's income.
Since low-income and black famulies depend
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more closely on wives' earnings for their
long-term standard of living, responsibilities
that deter wives’ employment are economically
far more damaging for them than for other
families. In high-income families, the with-
drawal of the wife from market work reduces
income. but the toss of this increment does not
threaien the family's capacity to meet its basic
needs. In low-income and black families,
however. such losses often thrzaten the foun-
dation of stusistance.

Our findings that a disabled child has no
impact on the labor force activity of single
mothers suggest the need for further research,
as no one explanation could account for the
negative results. One possible reason is that
the sample of single mothers is less than one-
third as large as that of the married mothers, so
that rather small coefficients that would b2
statistically significant for marvied mothers are
not so for single mothers. In addition. single
mothers fall vithin a narow income range, and
the restricted variability may account for the
insignificant condidonal relationship betweer
employment and disability by income. It is
possible. however. that the uniformly low in.
come of single mothers is of a substantive rele-
vance as well: because single mothers and their
children critically depend on income from the
mothers’ employment. they may be unable to
make the economic sacrifice (i.e., to vedur:
their work week or drop out of the labor force)
required for the extra care needs of a disabled

.chiid.*

Child disability has, in addition, non-
economic effects on families. Previous re-
ports indicate that mothers respond with de-
pression and psychologicat distress (Breslau et
al.. 1980: Gayton et al., 1977, Tew and Lau
ence. 1973), und that some subgroups of nor-
mal siblings monifest behavior prcblems
(Brestau et al.. 1981: Lavigne and Ryan. 1979,
Recent sociological research would lead us to
cxpect, morcover. that these psychological re-
sponses may be more prevalent in lower class
fumilics. Sociological explanations of the in-
vene relationship between social class and
pryehiotric symptoms has focused chicfly on
the function of stres<ful lif~ events in this re-
tationship. While research consistently indi
cates a higher raie of distress among the lower
clusses. it does not support the hypothesis that
it is caused by the lower classes’ greater expo-
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sure to stressful life events. Respondents in the
lower classcs have been found to exhibit more
symptoms than do people in the higher classes
at any given level of exposure to stressful ex-
periences (Brown and Harris. {978: Brown &t
al.. 1975: Langner and Michael, 1963). Re-
searciiers have consequently postulated a dif-
ferential emotional response to adverse life ex-
periences of people in different social classes
(Kessler, 1979; Kessler and Cleary, 1980).

It is unclear how intrapsychic and envi-
ronmental factors interact and contribute to
differential outcomes across social strata (Kes-
sler and Cleary, 1980). The direct emotioaal
consequences of auverse experiences 'n
people in the lower classes is therefore prod-
lematic. The results of this study, emphasizing
the differential economic impact of child dis-
ability between blacks and whites and across
income lcvels. suggest a link between social
class. psychological distress and the economic
consequences of at least one cazegory of ad-
verse life experiences. They suggest that
people in differe~t social classes are expen-
encing and therefore perceiving different cir-
cumstances under what may, in the abstract,
appear to be a single life event.

NOTES

1. With respect to several demographic charac.
tenstics (e.g.. age. sex. level of education),
Cuyahoga County resembles the Cloveland
Urbun Area (as defined by th: Census) and the
agpregate 248 Urban Arcas containing
118.446.556 people. according 1o the 1970 Cen-
sws. (U.S. Bureau of the Census, 1973). Cleve-
land is also similar to & number of other ‘arge
eastern and midwestern metropolitan areas in
terms of women's overaq labor force participa.
tion rates. Data from the U.S. Bureau of Labor
Statistics (Geographic Profile of Employment
and Unemployment: S.ates, 1978 and Met-
fopolitan Areas. 1977-78) show, for women of
aget 20 years and over. 3 rate of 48.0% in the
Cleveland Standard Metropolitan Statistical
Arca. Rates for Buffalo. Baltimore. Cincinnati
Detroit, New York. Newark, Philadelphia. St.
Louis and Pittsburgh SMSA's range from 42.0to0
%0 8.

. Analysis of data from the t1,S. Census Bureau's
Survey of | und Educati ducted
one of the authors (D S ) shows hugher rates of
physical hmitation in mothers of children with
healih Problems than 1n thase of children with-
out hexlth problems.

3. There are some statrstical problems assocuted

[ 2]
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with the use of a dichotomous dependent vari-
able in ordinary feast-sq; (OLS) regressi

avalysis (Goldderger. 1964). However. as alter-
natc methods. such as probit analysis, have been

Breslawr, Naomi. Kathieen S. Staruch, and Steven L.

Gortmaker
1980 ~The burden of caring for a disabled child
and the mental health of mothers.™ Paper

shown 0 pe duce resuits that are not ially
dufTerent from OLS (Gunderson, 1974: Mallar
and Thornton, 1978), this lstter analytx tech-
nique is used here. Note also that. as the final
sptiis of the dichotomous Jependent variables
are approximately at midpoint, violating the as.
sumptions in regression analysis may not have
matcrial consequences (Gillespie. 1977: Good-
man. 1976),

. On the basis of an extensive, critical review of

publithed research. Ware ct al. (1978) concluded

that gencral health ratings, such as the one used
here., are valid measures of health status. There
is consistent evidence that these measures are
associated with physical ad mental heslth, use
2f medical services. and subsequert mortality.
Some researchers have suggested that a varisble
correcting for selectivity bias be included in re.
gressions based only on data for employed
women. (This variable is calculated by estimat.
ing a muluple probit regression based n all
women with employmeat status as the depen-
dent variable.) Cogan has reported. however,
that results obtained by the procedure used here
are quite similar to those obtaned with a selec.

tion bias variable included (Sce Cogan. 1977).

6. This scale was modeled after the Impact on Fam-

ily Scale developed by Stein and Riessman

(1980).

Further support for :his interpretation is pro-

vided by a cross-tabulation of em.ployment

status and occupation status of mothers in the
two samples. For those in white-collar occu-
pations, there is no significant diference tn em:
ployment ¢a3re between the two samples,
whereas for those in bluecsllar cccupations,
mothers of disabled children are less Mkely to be

employed (Chi square = 2.80. p < .10).

This program tuppons the provisioa of specific

medical serviczs for children with partcular

chronic condttions: however. it does not provide
any cash payments directly to familics.

. The mean annual income exzlusive of mother's
carnings in single:pacent families tn this study
was less than $5.000. Government data cited by
Sawhill (1976) suggest that single-parent families
hexded by a have b iquely dis.
sdvantaged. In 1973, the average annual income
of such fumilics was $6,000. as compared (o
$15.000 for two parent families. Other data indis
cate that almost haif of aif families headed by
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Use of Health Services by
Chronically Il and Disabled Childran

KATHLEEN SMYTH-3TARUCH, MA,* NAOMI BRESLAU, PHD,}
MICHAEL WEITZMAN, MD,} AND STEVEN GORTMAKER, PHD§

Hospitalization and usz of outpatient health care services during a l-ycar period
by 369 pediatric patients with cystic fibrosis, cerebral palsy, myelodysplasia, or
multiple physical handicaps and 456 randomly selected childrzn without con-
genital conditions from the Cleveland area were examined, Use of hospitaliza-
“ion and outpatient services by the average chronically ill or disabled child was
10 times that of the average comparison child. Physician specialistc, occupa-
tinnal and physical therapist., and school \nurses were the major outpatient
categories used disproportionately by children with chronic illnesses or dis-
abilities. The major share of health care used by children with chronic condi-
tions was attributable to a small subset of children: All hospital care was ac-
counted for by one third of the children, and three quarters ! . Sutpstient care
was accounted for by one quister of that sample, Hospital care was used at
similar rates by the four diagnostic groups. However, amount and type of outpa-
tient care varied by diagnosis, level of functional impairment, race, and income.

illness; utilization; health care;

Children are the healthiest segment of
the American population. Although the
incidence of acute illness is high, few chil-
dren suffer from chronic illness or disabil-
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Estimated average expenditure for health services used by the chronically il} or
disabled sample was 10 times that of the comparison sample. Relative distribu.
tion of estimated rxpenditures across types
samples as well as among disgnostic categories. Key words: childhood chronic
hozpitalization. (Med Care 1964, 22:311-328)

of services differed for the two

ity, and their overall mortality is low. Be-
cause of their excellent health, children
use far less inpatient medical care thaa
adults. The average child spent only 29%
as many days in the hospital in 1975-76 as
an adult younger than 65 years of age and
only 8% as many days as an individual 65
years of age or older.! For most children
medical care consists of visits to office-
based physicians for routine preventive
care and for the treatment of acute illness.
Even with 1espect to ambulatory medical
care, children use fewer services than
adults. In 1975.76, the average child
youngerthan 17 yeass of age had 4.1 physi-
ciap contacts, while on the average, adults
18-F1 years of age had 5.2 and those 65
years of age and older had 6.7.}

Although children with physicial limita.
tions comtitte a small proportion of the
nomnstie Honehzed child population,
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their e of health care is markedly dispro-
portionate to their numbers. Recent statis-
tics from the United States National Health
Interview Survey (WHIS)? indicate that in
1979 children with activity limitation due
to chronic illness constituted 3.9% of the
child population younger than 17 vears of
age, but accounted for more than 30% of
hospital days used by the total cohort. The
average annual number of hospital days for
a child with activity limitation was 2.8,
compored with 0.3 forachild free of linita-
tion. Physician vitits were also more fre-
quent among disabled children than the
general child population: The average an-
nual number of physician visits for a child
with activity limitation during 1979 was
9.5, compared with 3.9 for a child without
limitation. In spite of its importance for
health care policy and planning, informa-
tion on the use of rehabilitation, mental
health, and social services by chronicaily
ill or disabled children is not available
from the NHIS.

A survey of physicians in Genesee
County, New York, revealed that public
health nurses, social workers, mental
health woskers, physiotherapists, and vo-
cational rehabilitation specialists were
rarely wse d for the six disabling conditions
(asthma, epilepsy, heart disease, arthritis,
diabetes, and cerebral palsy) covered in
that survey 3 While the report emphasized
the overwhelming needs of children with
disabilities and the failure of existing
health programs to meet them, it did not
document the types and s olune of services
these children actually used. In a recent
assessment of the state of knawiedge about
children with special needs, Pless and
Zvagulis concluded that most pertinent
eprdemologe data are deficient with re-
gard to utthzation of me dical and related
services.t

While we hnow that children wath
chronic condiions as a group are more
likelv than <ddren sathout such condi-
1ons to e health care sonsces and to do
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so more frequently, and that volume of us<
varies within this group as well, our
knowledge is still incomplete. Whether
and to what extent elements intrinsic to a
particular disability, severity of functional
impairment, and socioeconomic factors in-
fluence this variation merit study 2 Type of
condition and severity might be concep-
tualized as indicators of need for various
medical and rehabilitative servicc  The
extent to which these variables account for
variation in services used might be re-
garded as a measure of equity in health
care. In contrast, an association between
utilization and socioeconomic factors
might be an index of inequity.

In this paper, we report cn health ser-
vices used by children with chronic con-
genital conditions who receive care in spe-
cialty clinics 1n Cleveland, Ohio. We
examine the use of services by *hese chil-
dren as a group, as well as by four diagnos-
tic categories—cystic fibrosis, myelodys-
plasia (spina bifida), cerebral palsy, and
multiple physical handicaps (multiple
congenital disorders, all with physical
stigmata, some of which are identiflable as
specific syndromes). Although strictly
speaking the data are not generalizable * »
the entire population of children with
chronic illness or disability, the four condi-
tions representa range of congenital physi-
cal abnomalities involving various organ
systems and different levels of severity. In
addition, cerebral palsy, myelodysplasia,
and cystic fibrosis constitute three of the
more common severe chronic conditions of
childhood. The prevalence of cystic fi-
bross, cerebral palsy, and myelodysplasia
in the Umted States totals about 0.5%.%
Prevaleice rates for multiple handicaps
are not avanlable becanse it is o hetero-
geneons group of rare physical conditions.
Cmted States NHIS data from 1979 inds-
ate that 397 of children 0 46 years of agte
have hinutation of activaty due to chrome
comditions ® The national duta referonls to
chaldren with chronte comditions who are

¢
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limited in their activities, and thus exclude,
for example, those children with cystic fi-
brosis who function normally in school.
These estimates indicate, however, that
the diagnostic groups in the present study
constitute approximately one eighth of
children with serious chronic diseases and
conditions.

Our approach was comprehensive, and
an attempt was made tocoverall health and
related services used on behalf of the af-
fected children. This report, therefore, is
not confined only to hospital care and
physician services, but describes also the
use of dentists, nurses, rchabilitation
workers, counselors, social workers and
mental health professionals, nutritionists,
and a variety of other providers. For com-
parison, we present utilization data from a
randomly selected sample of 456 children
free of chronic illness or disability.

The objectives of this research are: (1o
describe the use of health services by these
children; and (2) to investigate empirically
whether and to what extent use of services
was related to type of condition, severity of
impairment, and socioceconomic factors.

Fo. _ach cervice used we describe the
proportion of children using the service,
the mean use by children who received the
service, and the mean use across all
children—those who received the service
and those who did not. These data are
cxamined separately by diagnostic cate-
gory as well as for the total group of chroni-
cally ill and disabled children. The same
data are also reported for the comparison
sample. We then employ multivariate
statistical techmques to estimate the de-
gree to which socioeconomic variables—
race, family income, and mother's educa-
tion—mfluence the use of health services
by children with varymg chronic condr-
tions and varving levels of severity.

Sample and Data

Families of caldren with cvstic fibross,
cerebral palsy, iy elodvsplasia, and mult-
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ple physical handicaps were selected from
the case loads of four pediatric specialty
clinics in two teaching hospitais in Cleve-
land, Ohio. The majority of children with
these severe conditions are referred to ter-
tiary medical institutions. The participat-
ing hospitals are two of the three tertiary
hospitals in the Cleveland area, and their
clinics’ case loads provide relatively repre-
sentative samples of area children in these
diagnostic categories. A detailed descrip-
tion ofthese clinics and their populations is
available elsewhere.’* All Cleveland-area
families of patients 3-18 years of age with
these diagnoses who had had a dlinic visit
within the last 2 years were asked to par-
ticipate in the study. Interviews were ob-
tained from 369 (80%) of the 460 eligible
families. This sample included 77 families
with a child with cystic fibrosis (CF) re-
ceiving care from a clinic specializing in
the treatment of cystic fibrosis patients;
118 families with a child with cerebral
palsy (CP) who received care at either a
cerebml palsy~orthopedic clinic, or 1 com-
prehensive care clinic serving children
with physical handicaps of various types;
92 with myelodysplasia (MY) who were
patients at ei"ier the comprehensive care
clinic or myelodysplasia-hydrocephalus
clinic; and 82 with multiple physical hand-
icaps (MH) who were seen at the com-
prehensive care clinic.

To obtain a comparison group, we de-
signed a three-stage probability sample to
represent all Cleveland-area families
with children 3-18 years of age. (With
respect to several demographic char-
acteristics—age, sex, and lev.' of
cducation——the Cleveland Urban Area {as
defined by the Census) resembles the
aguregate 248 urban arcas containing
118,446,556 people. according to the 1970
Census (United States Bureau of the
Census)) The selection of a random same-
ple of the general population avoids the
problems that characterize studies wath
matched controls. i w hich many known a4
well as unknow n confounchngs are neces-




ERIC

Aruitoxt provided by Eic:

sarily left uncontrolled. Further, our sam-
pling scheme produced a representative
sample of the general population (ie., a
nommative sample), rather than an idiosyn.
cratic sample of indeterminate generaliza-
bility, as might be the case when controls
are matched. When a probability sample is
used, matching is accomplished statisti-
cally in the analysis. A detailed description
of the sampling scheme appears else-
where?® From 530 eligible families, 456
(86%) complete interviews wre obtained.
In each family, a randomly selected child
3-18 years of age was defined as the index
child and was the focus of an extensive
inquiry comparable to that of the disabled
or chronically ill child.

Data were gathered from mothers in
face-to-face, home interviews conductedin
1978-79. Detailed information was
gathered on the index child's use of a vari-
ety of health care services during the year
prior to the interview. With regard to hos-
pitalization, mothers were asked to report
on the number of ovemnight hospitaliza-
tions the child had had and the length of
stay for each episode. Data on the use of
ambulatory services were gathered by
usinga list of health care practitioners and
asking the respondents whether and how
often each hadbeen seen by the child oron
the child's behalf in the vear prior to the
interview. The list of practitioners in-
cluded paysician, dentist, nurse, social
worker, child and family counselor,
speech, occupational and physical
therapist, and ¢ ‘tician or nutritionist.
(Mothers of chronically 1l or disabled chil-
dren, but nat of controls, were asked abaut
the use of residential and respite care,
genetic conmelor, and homemaker and
legal services. Less than 2% of the children
n this sampie used any of these senvices.)

Rescarch sponsored Iy the National
Center for Health Statistics indicates that
underreporting of hospitalizations m
househald surveys mcreases with the
length of tune hetw een imtenview and hos-
Pitalization. 9% of hospitalizations, for
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example, were found not reported given
21-30 weeks between the hospitalization
and the interview.!”® A Canadian study
lirked household survey data with reim-
bursement reports and found underreport-
ing of any doctor visits during the past year
to be about 16%.} Thus, levels of utiliza-
tion described in the present report prob-
ably underestimate “true” utilization by
comparable amounts. Although some dif-
ferences in repurting accuracy have been
noted between respondents in good and
poor health,* we expect that comparisons
between groups will not be substantially
affected by these generally small biases,
Comparing our results with childrens’
medical records clearly would have en-
hanced our confidence in the reports we
recorded. Because ouranalysis includesall
health care services used by the index
child, however, comparing our results to
the specialty clinic and hospital records to
which we had access would have provided
only a partial test of reliability and would
have focused on that portien of utilization
data in which we have the highest confi-
dence. Records of use of services by the
disabled children outside the hospital and
specialty clinic were not available to us.
Further, because our comparison sample
was not obtained from medical records, we
did not have access tc compatable medical
record data for these children.

Resultc
Hospitalization

Disabled or chionically ill children, re-
gardless of diagnosis, were far more likely
to be hospitalized during the year of the
study than controls (34% and 6%, respec-
tively) (P < 0.001) (Table 1). Differences
across diagnosts were slight. Annual
number of hopital days for thos bos-
pitalized was, on the average, at least two
times greater for cach diagnaostic group
than for controls. The mean number of day s
for ¢hldren with chrone conditions who
were hosprtalized was 17 3, whereas for
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TaBLE 1. Hospitahzation: Percent (n) Hospitalized in Last Year,

- Means, and Standard Deviations
Patients Controls
CF (T CP(118) MY (82) MH (82) (369) (456)
% Hospitalized 312 297 365 380 339 6.1
(24) (35) (30) (35) (124) (28)
x? =24 x* = 104.3*
Hospitalized
X 13.2 232 15.9 153 17.3 62
SD 73 450 165 212 218 6.7
F =078 t=2]
All cases
X 42 69 58 53 58 04
SD 74 265 125 150 180 22
F=0)4 t =64
CF, cystic fibrosts, CP, cerebra! palsy, MY, myelodysplasia, MH, multiple physical handicap
SD, standard deviation.
*P < 0001
P < 00l

the controls it was 6.2 (P < 0.01). Average
length of stay (per hospitalization) for dis-
abled or chronically ill children was 11.0
days, compared with 3.7 days for controls.
There were only small fluctuations in av-
erage length of stay across diagnostic cate-
gories (data not shown). Between 3% and
5% of children with CP, MY, and MH re-
ported 1 or more days in intensive care.
There were no such episodes among chil-
dren with CF, however, and less than 1% of
the controls had been in intensive care
(data not shown). Averaging over all cases,
those with and without hospitalizations, a
disabled or chronically ill child had 5.8
hospital days during the year, whereas a
control child had 0.4.

Physician Visits

Although most children saw a physician
during the year pror to the interview, more
children with chronic conditions than con-
trols had physician visits (98% and 88%,
respectively) (P < 0001) (Table 2), An
examination of the generabst/specialist
breakdown reveals a more complex pat-
term The proportion of the total disabled or
chromeall il vample who san o generalist
¢, pediatnean, general practitioner,
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intemnist, or emergency room doctor) was
virtually identical to that f controls (77%
and 76%, respectively). In contrast, the
proportion of the total sample with chronic
conditions who saw specialists was nearly
twice that of the controls (79% and 42%,
respectively) (P < 0.001),

The expected higher level of use of
physician services by children with
chronic conditions is far more evident
when volume of visits is examined. When
calculated over all children, including
those with no visits during the year, the
average number of visits to all physicians
made by disabled or chronically ill chil-
dren was aearly three times that made by
contrcls (8.9 and 3.3, respertively) (P <
0.001). The disparity between the two
samples was far greater in visits to
specialists than generaljsts

Table 2 reveals striking differences in
the volume of physician visits across the
four canditions as well. Children with CF
visited physicians more often than any
other diagnostic group. Their higher leve)
of physician visits way because of an exten-
sive use of speaalists, which, at 98 viats
per sear, was sigmficantly higher than the
use of specialists by any of the other three

209
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TABLE 2. Physician Visits: Percent {n) Who Visited a Physictan in Last Year,
Means, and Standard Deviations
Pati~ats Controls
CF (1) CP(118) MY (82) MH (92) (368) (458)
All phvsicians®
% with use 1000 99.2 988 935 978 88.4
(1) mn7 (81) (86) (361) (403)
x* =301 x! = 26.6°
Users
113 66 105 93 91 38
sD 42 61 105 149 98 55
F = 4.5° t=91°
All cases
X na3 65 104 8.7 89 33
sD 4.2 6.1 105 14.6 98 53
Genevalusts® F=46° t=102°
% with use 351 839 915 89,1 76.7 765
27 (99) (75) (82) (283) (349)
X! = 958° x! =020
Users
39 41 38 52 43 23
$D 47 52 33 6.7 52 26
F=}i] t = 54°
All cases
13 34 35 46 33 20
sD 33 50 33 65 49 2.5
F =66° t = 50°
Specialists
% with use 935 831 878 554 794 417
(72) (98) (72) (51) (293) (190)
x? =1508* X! =119.7°
Users
104 36 78 67 69 33
SD 36 25 80 13.3 76 66
F=131° t =50
All cases
X 98 30 68 36 54 13
SD 44 v 79 103 73 44
F =186° . t =100

CF, cystic fibrosis, CP, cerebral palsy, MY, myelodysplasia, MH, muluple physical handicap.
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SD, standard deviation

* Includes generalists and specialist categones as well as pbysicians who could not be classified as gen-

eralists or specialists
*P<00L
‘P <0001

¢ Indudes general pediatnaians, general pracitioners, interausts, and emergency room doctors

diagnostic groups (P < 0.05, using Seheffe
compansons), This pattern was reversed
for generalists, with children with CF hav-
ing a significantly lower mean than each of
the other diagnostic groups.

More than 50% of the chromealiv il or
disabled (hildren visiied physicians at
both the speaalty chime and other locar
tions For 32% ambulaton medheal care

21V

was provided exclusively by clinic physi-
cians, while 14% saw doctors only 1n set-
tings other than the specialty clinies. An
exammation of the volume of phvsician
viats by site reveals that approxsinatels
0% of all physicran visats made by chil-
dren with chronie conditions were at the
speeralty chnies m winch they were en
1olled (data not shawn),
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Dental Visits

The proportion of disabled or chrom-
aally ill children whe, saw a dentist in the
yearpriorto the interview was onlyslightly
lower than that of controls (61% and 69%,
respectively) (Table 3). The difference
was, however, statistically significant (P <
0.01). Important differences were ob-
served across conditions. Child:ten with
CFwere the most likely to see a dentist and
children with MY the least likely (83% and
44%, respectively). Mean annual visits did
not differ significantly between children
with chronic conditions and controls (1 8
and 2.5, respectively) (Table 3).

Rehabilitation Services: Occupational.
Fhysical, and Speech Therapy

The use of occupational, physical, and
speech therapist services by children with
chronic conditions as a group was mark-
edly higher than by controls (Table 4). For
each type of service, differences in the per-
cent of users and in the mean number of
services were statistically significant (P <
0.001).

The four diagnostic groups varied mark-
edly in the proportion who used reha-
bilitation services and in the amounts ysed

(Table 4). The major disparity was be-
tween children with CF, who rarely saw
these therapists, and children in the re-
maining three diagnostic groups, who saw
them more frequently.

A comparison of the diagnostic cate-
gories other than CF reveals that children
with CP and MY were qQuite similar in
their use of occupational and physical
therapists: in each group, nearly 40% vsed
occupational therapists, and over60% ysed
physical therapists. Proportionally fewe;
children with MH used occupational and
physical therapists (16% and 37%, respec-
tively). However, differences in the vol-
ume of use for those ‘who used these ser-
vices across the three diagnostic groups
were not statistically significant.

Use of speech therapists was twice as
common among children with CP and MH
than among those with MY. Differences in
the mean numberof setvices for users were
not statistically significant, however.

Mental Health/Social Service

Disabled or chronically ill children were
nearly five times as likely as controls to use
mental health or social service during the
year(36% and 8%, respectively) (P < 0.001)

TaBLE 3. Dental Visits Percent (n) Who Had Dental Visits 1n Last Year,
Means, and Standard Deviations

Patients Controls
CF(77) CP(118) MY (82) MH (92) (369) (456)
% with use 831 576 439 620 €10 693
(64) (68) (36) (57) (225) (316)
x? =265 x'=62°
Users
X 32 30 28 30 30 36
sD 29 45 31 50 40 70
F=00 t= =11
All cases
A 26 18 12 18 18 25
sD 29 37 25 42 35 60
Fazo t= -183
plasie, MH multpl phy acal handicap

CF, ¢ystic fibrosis, CP ¢4 e brat Pabay s MY mae fodh g
P <0001
P00y
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\
TanLE 4. Rehabilitation Services: Percent (n) Who Used Services in
Last Year, Means, and Standard Deviations
Patients Controts
CF(TD CP(118) MY (82) MH (82) (369) (436)
Occupational
therapist
% with use - 390 37.8 163 249 -
0) (46) @31 % (82) (]
x? = 489° x? = 1280°
Usets
X - 597 433 456 518
SD - 661 523 650 61.1
F=07
All cases
- 220 160 61 120
sD - 92 379 278 366
F=70°
Physical therapist
% with use 78 661 610 370 455 0.7
(6) (78) (50) (34) (168) )
x* = 750° - 249 9*
Users
622 543 .606 430 540 143
SD 1484 572 554 556 559 12.1
F=05 t=11
Allrases
X 48 352 366 147 240 01
SD 416 528 523 38.1 488 14
F =95 t = 10.5°
Speech therapist
% with use 91 458 220 500 339 337
)] (54) (18) (46) (125 an
t= 444" x"‘l301'
Users
X 264 532 Y 625 544 29.2
SD 273 547 456 63.7 612 354
F=10 t =17
All cases
X 24 236 98 99 5 174 11
SD 08 449 280 536 405 86
F = 84° t=83"

CF. cystic fibrouis, CP. texe brol palyy MY, myclodysplasia, AH, multiple physical handicap

SD, \tandard doviation
*P <0001

(Table 5). but volume of services used by
those who had at leastone visit wis, on the
average, stmlar m the two samples (94
and 8.3, respretive )L As acomsequence of
these trends, childsan with chrona cond
tions as a group hada aegneficanth haghe
mean iise than controls 03 3and 06 sespee
el 0001 Social workers conmsti-
tuted the ot cotman saurae of seraces
of thiy sort fon inablod or Chrowcally il

O
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children, but were rarely used by controls:
307 of children with chronic conditions
bt only 1% of controls 1 cwved senvices
trons soerad workers When hildren m the
comtrol gronp san profossionabs m the
v tad healthseael senace fickd, they saw
Primasiy conpnclors (g whool conne
o lars, cld and tannh counselorsy
Pascdinatrasts and paachologists were seen
I vers fow hibdren (2o trom cither sanee
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7 » TaBLE 5. Mental Health/Social Service- Percent (n) Who Used Services 1n
Last Year, Means. and Standard Deviations

Patients Controls

CE(T) CP(118) MY (82) MH (92) (369) {456)
Tot! mental healthrsocia)
service
% with use 104 36 4 476 478 363 7.7
(8 (43) (39) {44) (134) (35)
xt =321 X' = 1027
Users
h 26 138 72 81 94 83
SD 15 314 106 143 208 17.8
F.ll t=03
All cases
X 02 50 34 38 33 06
SD 09 198 81 106 130 3.0
F 2] t =420
Psychiatrist,
Psychologist 13 08 3.7 33 2.2 15
% with use n ) 3) {3) 8) @
x'=26 x*=04
Users
3.0 120 123 163 126 2.0
SD — —_ 170 179 139 14
F=0] t=20
All cases
2 ong 0l 04 05 0.27 003
SD 03 11 35 39 0.26 03
F=08 t=]9*
Counselor®
% with use 26 136 85 141 103 57
2) (16) 4] (13) (38) (26)
x! = 8,0 x:=60¢
Users
X 25 66 124 72 77 98
SD 07 110 13.8 139 122 204
Fm05 t =05
All cases
X 0.l 08 11 10 08 0.5
SD 04 44 51 56 435 30
F=08 t =08
Social worker
%o with use 78 288 427 380 298 0.9
(6) (34) {35) {35) {110) 4)
X! = 27.4¢ x* = 143 4¢
Users
X 20 143 14 60 . 78 5.7
sD 12 330 61 6 R 198 55
F=18 t =03
Al cases
X 01 10 18 22 23 004
SD 06 185 45 66 112 006
Fwlg t =43

CF. cystic fibrosts, CP. cerebral palsy, MY, myelody \plasia, MH. multiple physical handicap
SD. standard deviation

*P <0001

*P <005

 Includes vchool pas chalogists and school socational, chld, fansly, und umpecified counvelors
‘“P<001

erlc 213
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ple. (Psychiatrists and psychologists did
notappesras sepente categories on our list
of practitioners. When mothers reported
use of a physician or counselor, we asked
for-the specific type. This method might
result in an underestimation of use of these
services.)

The use of mental health and social ser-
vices varied by diagnostic category. Ap-
proximately 40% of children with CP, MY,
and MH, compared with 10% of children
with CF, used these services. Further, the
volume of mental health and social ser-
vices used by children with CF (when cal-
culated over all cases) was not significanty
different from controls: for both, it was less
than one visit. For zach of the remaining
conditions, average use was significantly
higher than for either the controls or the
CF group. 1t should be nozed, however,
that when users of services are compared,
differences between the disabled or chron-
ically ill children and controls and across
diagnostic categories are uot statistically
significant. This s the case for total use of
mental he_lth of social services a. well as
for each category of practitoner.

(Other Health-Related Services

Between 42% and 58% of schoo! chil-
dren in the four diagnostic groups and coti-
trols had some contact with & school nurse
in the yea: preceeding the interview (Ta-
bl b). The proportion of children who saw
the school nurse did not vary significantly
between controls and disabled or chroni-
cally 1l children as a group or by type of
condition. Amount of use, however, was
significantly higher for those with chronic
conditions: when users are compared, con-
wols averaged 2.1 visits, while chronically
ill or disabled children averaged 29.4 (P <
0.001). When calculated as means for all
cases, the figures are 0.4 and 13.1, respec-
tively (7 < 0.001}. Drfferences across the
means of the four diagnostic grcups were
not significant.

214

Disal lod oz chronically ill children were
o sre then five times as likely as vontrols
t have a contact with other nurses, includ-
ing offtice surse, nurse practitioner, and
public health nurse (28% and 3%, respec-
tively) (P < 0.001). Diferences by disg-
nosis were slso masked: 18% of CF ps-
tients compared with 55% of MY patients
reported contact with a nurse in this cate-
goty. The average number of nurse ser-
vices foc-disabled or chronically ill chit-
dren who used the services was only
slightly and not significantly higher wman
for controls who were users (3.5 and 2.7,
respectively).

A very small proportion of children with
chronic conditions (4%) useu distician or
nutritionist services; this proportion is,
however, significantly higher than the 1%
of the controls who used these services (
< 0.001).

Tokal Services

Nearly every child in both the disabled
or chronicslly i1l and control samples used
health care rervices during the yearprior to
the interview (99% and 7%, respectively)
(Table 7). The slight difference 1n these
proportions is, however, stati stically signif-
icant (P < 0.01).

With respect to volume cf services used
during the previous year, chronically ill or
disabled children surpassed the controls
approximately 10-fold: mean number of
services used by children with chronic
diseases was 78.8, compared with 7.8 for
controls (P < 0.001). There were also strik-
ing differences by diagnosis. Children
with CP and MY were the highest users,
with nearly identical means of approxi-
mately 100. These iigures are signifcandy
higher than the means f children whCF
and MH (34.7 and 68.5, respectively) \* <
0.01). The difference between the latter
twa groups is also statistically significant [/ 4
< 0.01, Scheffé comparisons) (Table 7).

Tho marked differences between cbil-
dren with and without chronic condition..
that emerged from the comparisons in Ta-

AN
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TasLE 6. Other Health-Related Services: Percent (n) Who Used Services in
Last Year, (deans, and Standard Devistions

. Patients Controls
CE (T7) CP(118) MY (22) MH (82) (369) €v6)
School nurse®
% with use 4S 400 403 388 Q7 439
(Y] (51) Qs (20) (183) (176)
X'= 46 =28
Usen
M6 356 381 12.2 204 21
sD 630 383 760 394 632 23
Fel6 te 59
All cases
b 134 155 17 6.5 131 0.8
sD 450 482 535 202 “i 1.8
Feo08 te 53
Other nurses’
% with use 1.7 169 40 218 2790 83
(9) (20) (45) (29) (103) (24)
x' - 413 X' =803
Users
X 62 18 37 3f 35 2.7
sD 88 13 37 37 4) 26
F=2s te09
All cases
X 06 03 20 11 10 01
sD a3 09 32 26 26 0
Fa7g t =63
Dictcan’nuttonist
% with use 26 68 24 152 30 13
2 s (2, [RT)] 32 (6
X' = 144 x' = 180*
Users
20 26 25 52 38 57
sD 14 16 2] 103 72 32
Fe02 t=06
All cases
X 01 02 g1 06 0.2 01
sD 04 08 04 39 20 07
Fe=08 te=16

CF «istic fibrosis CP (erebral palss MY muedods splasia ATH multple phisical handscap

SD sundard deviation

¢ For childrenan school only (patients n = 325 contrels n = 40)

*P <0001
‘ Include< office nurse nurse
‘P <00)

bles -7 remained unaltered when w00
demographic factors were controtled as
additional analysis showed When famils
s1ize.:acome mothet’s education. race. and
age of the child were used as covanates.
adjusted means of disabled children and
controls vaned from the unadjusted means
depicted in Tables )-7 by no more than

O
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prectiticaer and pubdhe hewth purse

one Analyses of covanance of each type of
senvaice use by the four diagnostic groups.
using the same set of sociodemographic
vanables as covanates, resulted in adjusted
means that did not differ substantially from
the unadjusted imeans. In no case did the
adjustment alter the rank order of the four
groups.
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Tastz 7. Total Services: Percent is) Who Used Aay Service in
Last and Standard

Yeur, Mieans, Deviations
Patients Cootrols
cr(m crium MY () MH () (300) 438)
% with wor of
sarvioess 1000 [ 13 1000 89 0S .3
nd (T mn {1y {1V} (37 (440
=8l =681
U
"‘i 38.1 1002 1022 12 %3 8.1
s$D [ VYY) 1665 136.7 121¢ 1251 132
F o488 te 11.0°
All caser
M7 e8s 1014 68.5 788 k§ ]
sD s 1459 %3 197 125.8 130
Feoa48 te110°
CF. cystic Ebrons. CP. cerebral palsy. MY. myelodyipiasis. MH. multiple physical handi

$D. standard deviation

*p <00l

*p < 0.001.
The Distribution of Hzalth Care Data are presented for those services used
Among Disabled Children by 25% or more of both samples.

While chronically ill or disabled chil-
dren as & group ase heavy utilizers of medi-
cal and other health-related services. their
level of use 15 far from constant. Thatthis is
true can be seen from the preceding tables.
With respect to days of hospitalization and
every type of health practitioner studied,
there was a proportion of chrenically ill
children with no use of service. ot all.
Further. the standard deviations were
generally high, often exceeding their re-
spective means.

The distnbution of inpatient bospital
days and ambulatory services and the ex-
tent to which they were concentrated
within a fracion of disabled or chronically
\ll children was examined by widering the
sample according to frequency of each type
of use and dividing it into quartiles. Table 8
presents means. standard devistions, and
ranges for each quartile. Italso presents the
uthization by the highest quastile, meas-
ured as a proportion of the total services
used by the entire sample Distritutions
for controls are included for comparison.

Nearly all hospital days used by the
chronically ill or disabled children (86%)
were used by ane quarter of that cample;
among controls, one quarter of the sample
sccounted for all hospital days. Concentra-
tion of ambulatory services in & small pro-
portion of children is evident for both chil-
dren with chronic conditions snd controls.
More than 5% of physician visits made by
all of the chronically ill or disabled chil-
dren and more than 60% of those made by
controls were accounted for by one quar-
ter of the respective samples. Three quar-
ters of dentist visits of each of the samples
were hikewise concentrated in one quarter
of the cases. For school nurse wisits. one
quaster of each sample accounted for 98%
and 88% of the toti! use made by patient
and controls samples. respecively. Over
all, 75% of outpatient health care used by
children with chronic conditions and 65%
used by controls were attributable to one
quarter of the respective samples. The
greater concentration of total services
among children with chronic conditions
compared with ontrols reflects that this

1N




TABLE 8. Services heceived in Last Year by Chronicully Hl and
Disabled Childrcn and Contruls. Quartile Distributions

Patients (359) Contruls (456)
Scnace 18Q 20dQ 3 Q 4h Q Totat MO 20dQ 3 Q 4thQ  Towl
Honputat
Mean day s 00 00 oY 224 65 00 o0 00 1.5 0.4
Range 0-0 0-0 0-s 5-238  0-23% -0 0-0 0-0 0-34 0-34
% of totad reevined by 4th quartile 96 100
Phyrician
AMean vinata 2.1 52 90 193 89 05 15 27 8% 33
Ruangc 0-4 4-7 7-1 11-113 0-112 0-1 1-2 2-4 4-59 0-59
% of total received by 4th quartile 4 64
Cancrdint
\ean vistts 0.1 15 28 89 33 0.1 10 19 49 20
Ranye 0-1 1-2 2-4 4-42 0-42 0-1 1-1 -3 3-24 0-24
% of tutad recewved by 4th quartile 67 61
Spn crabist
Moan visats 02 22 58 136 54 00 00 0.5 4.5 13
Range 0-1 1-4 4-8 4-87 0-87 0-0 00 o) 1-58 0-38
% uf ttal recened by 4th quartile 62 87
Dontint
Moan visne 00 0.4 1.4 55 18 00 08 18 16 25
Range -0  0-] 1-2 2-36  0-36 0-0 0-1 1-2  2-104 0-104
% of total recened by 4th grartile 5 76
Schial narae ®
Mean siats 00 00 10 51.3 13.1 00 00 06 28 08
Rang 0.0 0-0 0-2 2-267  0-200 0-0 0-0 o0-} 1-15 0-18
% of tata! recened by 4th quartile 98 88
Teotal pra utioners
Moan sants 65 172 522 239.0 788 14 35 60 202 18
Range 0-11 11-26 26-94 94-832  0-832 0-3 3-4 48 8119 o0-119
% of ttal recaved by 4th quartile 76 65

* For school (uldren only.
Q. quartile
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total includes rehabilitation and mental
YLealth services, which were used more
often by them than by controls and were
characterized by markedly unequal use.

The Determinmnts of Use of
Health Care Services

We examined next the determinants of
use of health services by children with
chronic conditions. To shat extent does
use reflect need and to what extent Joes it
reflectdifferential access to services dueto
socioeconomic factors?

To explore this question. we performeda
series of multiple regressions in which use
was regressed on dizgnostic category and
seventy of disability (AL} assumed to be
indicators of need) and on mother’s educa-
tion. famly income. and race (assumed to
be 1ndicators of socioeconomic status). Age
and sex of the child. mother's marital and
employ.nent status. and number of chil-
dren in the household were also included
to control for their effects (See Table 9 for
the coding of each predictor and control
variable.)

1f use of services is related to need inde-
pendent of socioeconomic status (SES), we
would expect the cozfficients for diagnosis
and forADL tobe significant. Tothe extent
that socioeconomre factors are influential.
we would exper nother’s cducation, fam-
iy income. zna race to have significant
coefficienss Results of this analysis are
presented 111 Table 9.

For those services used by fewer than
three fourths of the total sample with
chronic conditions, analysis was ir two
steps In the first regression probabilit >f
beingausertl = user,0 = nonuser} and in
the second regression volume of use by
users were the dependent vanables. Be-
cause nearly all children saw a physician
dunng the year of the study, only one re-
gression was performed. with number of
visits as the dependent vanabie, for physi-
1an and total services.

Regarding hospitahization, the positiva
and sigmificant coefficient of ADL indi-

Q
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cates that those children whose conditions
were more severe, regardless of diagnosis,
were more likely to be hospitalized and to
have longer stays (b = 0.02 P < ¢.001 and
122 P < 0.0i, respectively) {P < 0.001).
Thus, need appears to influence likeli-
hood and length of hospitalization. Race
exerted an influence on initial access to
inpatient care: Black children with chromc
conditions, controlling for all other vari-
ables, were 13% less likely thun white
children to be hospitalized. Once ad-
mitted, however, the length of stay of black
children was not significantly different
from that of white children.

Ovenll, severity did not influence the
volume of physician visits, Race, however,
exerted an effect: Black children made
about thise fewer physician visits than
white children over the cousse of a year.

Children with more severe disability
were more likely to use physical therapy
than those whose conditions were less se-
vere (P = 0.001). No influence of socio-
economic factors on likel*hood of physical
therapy use was evident. in contrast, vol-
ume of uss amor - those "<ho saw a physi
cal therapist at least once did not differ
significantly by diagnosis or severity, but
was positively related to family income;
with a family income rise of $1,000, a dis-
abled child made nearly one additional
visit to 2 physical therapist (P < 0.05).

Neither severity nor sociveconomic fac-
tors influenced propottion or volume of
mental health service use. The same was
true for use of dentists. In both cases, diag-
nosis exerted the only significantinfluence
on likeithood of use; among users of these
services, there were no significant differ-
ences in volume of use by diagnoses, sev-
erily, or SES.

T otal use of services was influenced by
boti, severity and SES Overnall, children
with more severe conditions, regardless of
diagnosis. used more services than those
whose conditions were less severe. Black
children used approximately 50 fewer ser-
vices than nonblack children, even when



TABLE 9. Regression of Use of Services by Chronically 11 and
Disabled Chiidren on Diagnosis, Severity, and Sotiocconomic Status (Unstandardized Coefficients)

Probability of Use* Vaolame of Use

Physical  Mental Mental

Hospital  Dentist  Therapy  Health Hospital  Dentiat Health

pPe -0.06 0.18* 0.44°¢ 0.21¢ 031 0.70 16.16
\hyedo? ~-004 0.33° 0.36° 031° ~854 0.38 6.20
Mbie 004 0.14 0.18* 0.32°¢ -8.14 044 10.19
ADL 002° -0 002° 0.00 122¢ -008 -020
b ducatum® -001 -0.01 -0.01 -0 00 -143 0.11 0.67
Income?® 000 -0.00 0.00 -000 =011 -0.02 003
Race’ -013* -006 0.02 0.08 626 -1.27 -908
R? w7 0.09 028 0.10 0.16 008 0.06
n 369 369 364 369 124 225 134

P 005
‘PO
Peond

wabing, tmleting. gong up or dow
* AMother's edacation in years.

O
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* Family icome in thousands of dollars.
' Dusenns variable. 1, black; 0, white

* Diagnistic category coded as set of three dummy vanables with cyatic fibrosis us a reference group.
f Actisstie s of duly living (ADL). Severity of disability. a six-item Likert scale that measures the extent to which the child gots help cating, dressing.
alss, and going outside; scores range from 0 (no disability) to 18 (high disability).

Note: Scxof chald, age of chald (ycars), marital stat:s ‘married/not married), mother's employment (employed/uneinployed). and numbes of children in
the household were controlled for in the analysis.
* Dummy vanable | service was used; 0, service not used.
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diagnosis, severity, and the remaining in- '

dependent and controi variables are taken
into account (b = -51.19, P < 0.01).

.Sumlyndmmhn

The use ofhealth services by chronically
ill or disabled children in this study hes
four outstanding features:

1. Use ofhospital and outpstient care by
these children was markedly greater than
by children free of chronic conditions.
With respect to both hospital davs and use
of outpatient services. the average chroni-
callyill child exceeded 10-fold the average
-normal” child. The major categories of
practitioners they used disproportionately
are physicians (particularly specialists),
rehabilitation workers (especially occupe-
tional therapists and physical therapists).
and school nurses In contrast. the amount
of dental care received by children with
chronic condiions was. on the average,
similar to that of other children. The use of
nutritionists or dieticians was almost
equally rare in the two groups. Although
the amount of mental health and social
serices used by children with chronic
conditions exceeded that used by “nor-
mal” children. its contribution to the ov -
all difference between the two groups was
relatively minor.

+ Support for the generalizability of findings from
the Cleseland Studs 15 provided by s companson of
enluston dats from our mndomh selected control
rample with dats from the 1976 National Health
Intenview Surver (NHIS:® Because the age range of
childrer, 15 not idenbeal (3-16 vean 1n our studs
compared with (- 16 vears in the NHIS: some differ-
ences can be expected The NHIS reports that 5 1% of
childrer, were hospitalized 1n 1976 white our tontrul
sample esomate 15 6.1% Mean number of hospetal
davs reported for chuldren with one hospital stav or
more 18 6 5 nationwide and 6 2 for the Cleveland ren-
deun sample The NHIS report that 894 of the chil-
dren saw 8 phviician in 1976 and that the sverage
number of visits was 4 1 The expenence of the Cleve-
land rand ple was similar. with 88 4 repotings
phvnician visitin 1976 and an s erage numberof visis
of 3.3 Finally the percent secing 3 dentist 10 197813
61 4 1n the national sample and 69.3 1n the Cleveland
sample

220

L § Anount and tvpe of outpatient care
verted extensively across the four condi-

‘ﬁonsﬂmpihlm.in«mmt.uuuud,‘ -

by sfsillar proportions and in similai
amouats across diagnostic groups. The
major disparity in outpacient care was be-
tween children with CF and childrea with
the theee remaining conditions (CP, MY
snd MID. Total outpatient services used by
children with CF was. on the average, foz
lower than by children with other condi-
tioas; it was comprised almost exclusively
of care from physicians. chiefly specialists.
who were seen by CF patients more fre-
quently than by other chronically ill ov dis-
abled children. The only nonphysician
health care professional used extensively
by children with CF (and in equal amount
to that of children with other conditions)
was the school ntrse. It should be noted
that most schools require that a school
nurse dispense medications. This practice
may account for the high frequency of vis-
its to the school nurse.

3. Chronically i1l or dissbled childsen
were far from uniform in their use of health
care. The major share of health care used
by the tow! sample in the year of the study
is sttribulable to a small subset of children.
All hospital care was accounted for by one
third of the sample and three quarters of all
outpatient care by one quarter of the
sample.

4. Severity of functional impairment
and socioeconomic factors. in particulas,
race. exerted independent effects on the
likelihood and frequencs of use of outpa-
tient services Sesvent: of impairment was
positivels related as well to both the prob-
abibty of hospitalizabion and the length of
stay. While black children w ere less likely
to be hospitalized than their white coun-
terparts. once in the hospital. the lengths of
stay of the two groups were comparable.

Although sccurate calculations of ex-
penditures associated with servicesused is
beyund the scope of this study, we have
made some order-of-magnitude estimates
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for hospital, physician, and dentist on the
basis of national reports of medical expen-
ditures.# Because national data on other
services discussed in this paper are un-
available, physician visit expenditure wvas
used as an estimate and the lower hourly
wage of nonphysicians is assumed to be
offset by the opposite trend in the average
length of visits.

By multiplying the estimated average
expenditures per unit of various services
by utilization means generated in this
study and summing these products, we
estimate that the total yearly expendi-
ture for health used by an “average” chron-
ically ill or disabled child was roughly
10 tinies greater than that of the average
child in the general Cleveland popula-
tion (83,200 vs, $300 per child per year
in 1978 dollars). The magnitude of this
difference varied across diagnoses, from
six fold for the average CF patient to 12-
fold for the average child with cerebral
palsy.§

Hospitalization accounted for 50% or
more of the total expenditure for the dis-
abled and chrovically ill sample, but for
only 39% of the total expenditure for the

# The estimated expenditure per hospital day 1n
1978 for children approximately 0-17 years of age 15
$204, assuming an average per-child expenditure of
$101.75" and an average perchild hospital stay of
0 346 days.! The estimated expenditure per physi.
cran visit for children is $18.31, assuming an annual
expenditure perchild of $75.06* and an average of 4.)
visits per child® The estimated expenditure per
denbist vasit in 1978 for children is $25 00, ing
an average per<hild expenditure of $40.01% and an
average number of visits of 1.6.4

¢ The figures for 978 per apita cxpenditure are for
«hildren 0-18 vears of age, whereas those for utiliza.
tron rates are forchildren 0-16 years of age. We there-
fore esimate that the per-unit figures ase for <hildren
0-17 years of age The estimated excess expenditure
per child vath these <hronic conditions ($2,900) 1s
hagher than another recent $3,000 estimate for ¢ hal-
dren with hmitihon of activity due to « hronx condas
t1on * Thas discrepancy may result from the fact that
the national data upon which the lower figures are
bused are heavals w e sghtedd by ¢ hildren wath less sens
ous conditions, such as asthnia The hospital-baved
nature of the vamples used an the present anal s
caald alo ontnhute to the diffe rcoce m evtimates
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control sample. In contrast, estimated ex-
penditures associated with psychologic,
counseling, and social work services ac
counted for about 5% of the total expendi-
tures for the average chronically ill or dis-
abled child.

The observed distribution pattem of ex-
pend:tures across the various categories of
health services might be attributable in
part to reimbursement rules of private as
well as public insurance programs. Coun-
seling and psychologic services are much
less likely than hospitalization to be cov-
ered by these programs. Altkough rehabili-
tation services are often excluded from
insurance coverage as well, they are pro-
vided to children with disabilities primar-
ily at school, as our data indicate, (During
the yearof the study, 88% of the children in
the chronically ill or disabled sample who
used speech therapy, 56% of those using
physical therapy and 70% of those using
occupational therapy, received these ser-
vices in school. About 90% of the parents
whose children received these services
said they paid nothing out of pocket for
these services.) The cost-effectiveness of
this distribution of resources and their ap-
propriateness for children in various diag-
nostic categories are important pelicy is-
sues on which few data are available. More
research is needed on the contribution of
specific surgical, rehabilitative, or other
services to the functioning of chronically ill
or disabled children.

Although previous reports have demon-
strated that marked variations in the use of
health services characterize the general
child population,”-"little has been known
previously about such heterogeneity
within the population of chronically ill or
disabled children. In the general popula-
tion of children, those classified as heavy
users in one year were found to be hikely to
remain n this class in subsequent years 2
\Whether or not such continuity also 1n
reached among children with chrome 1ll-
ness or disability cannot be acenamed m
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this study. because data are available only
for a single year.

The data do provide some clues, in that
diagnostic category emerged as an impor-
tant factor. To the extent that there are dif-
ferences across conditions in the degree to
which some services (e.g., physical

" therapists) are clinically indicated, we

Q

might find consistency of use over time
associsted with diagnosis.

Other factors suggest, however, that in
this population heavy use in one year
might not be followed by heavy use in sub-
sequent vexrs. Surgical procedures to rem-
edy congenital malformation require ex-
tensive use of hospital and follow-up care
during a limited period. Therefore, heavy
use of services associated with such proce-
dures within one year would not be repre-
sentative of achild's use of health care over
a longer period. Fusther, the natural his-
tory of some conditions may dictate a par-
ticular course of interventions requiring
varying amounts of services over time.

The actual relationship between need
(as indexed by severity) and use of hospital
and outpatient services might be even gre-
ater than our estimates show. Because sev-
erity was measured at the conclusion ofthe
year for which data on utilization were col-
lected, the relationship observed may have
been attenuated by the presumed ben-
eficial effect of utilization on health status.
This may also explain the lack of signifi-
cant relationship between functional im-
pairment and some specific types of ser-
vices, such as physician use. Longitudinal
studies to clanfy the relationship between
severity and utilization are clearly needed,

Our data on income support the prevail-
ing notion that there is a wide variation in
the amount and pattern of financiai ..~
port available for children in different
economic circumstances, and that this di-
versity influences use of services. In our
sample of children with chronic condi-
tions, al} but 4.6% reported having private
insurance, Medicaid, and/or Crippled

222
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Childrens Services coverage. We'do not
have data on the comprehensiveness.of
that coverage, which may haz influenced
use. In genemnl, income didnotemerge asa
barrier to access. With regard to physical
therspy use, however, those with higher
income had more visits. Additional
analysis showed that both the direction
and strength of the relationship between
income and use of physical therapy ser-
vices varied by diagnosis. The lack of in-
fluence of mother's education on utiliza-
tion is noteworthy in that this variable is con-
sidered an important indicator or use of ser-
vices by the general pediatric population.

Interpretation of the observed differ-
ences across diagnoses is limited by the
close tie between disgnosis and source of
care in this study. With minor exceptions,
children with different conditions were
enrolled in specialty clinics organized and
staffed differently. The striking differences
in use of outpatient services between chil-
dren with CF and children with other
conditions, for example, may well hrve re-
sulted fom a combination of condition-
specific needs, variation in clinic staffing
and orientation toward comprehensive-
ness of care, and nwaerous historical fac-
tors. Some of the differences in frequency
of use may be due to variation in the
number of physician-initiated follow-up
visits. Clearly, more research is
Longitudinal studies ofuse of services over
several vears, in mul:iple settings and fora
variety of diseases, are needed.
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ALBERT EINSTEIN COLLEGE OF MEDICINE
OF YESHIVA UNIVERSITY

1300 MORRIS PARK AVENUE, BRONX, N Y 10461 ¢ CABLE-EINCOLLMED, N Y

DEPARTMENT OF PEDIATRICS Malling Address
Pediatric Ambulatory Cars Division Bronx Municipal Hospital Center

April 9, 1985

Select Committee on Children,
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Growing Up With a Physical Difference ’

Ruth Stein

Although childhood is supposed 10 be a time of
well-being, many of our nation's children have
significant, continuing physical health probl

that make them distinctly different from their
health As a result, these children face
specia mgun they grow up. This article
explores the implications of growing up with a
why:ial difference by focusing on four issues:

hay are physiaal diffe nt? l'l'o
what extent can we appropriately ize
across diagnoses? What are the devei;::nul

and familial consequences of chronic health
impairments? What can be done 0 improve the
situation> The author discusses developments
[: buting 10 2 heightencd concern for these
children and reviews objective data underlying
a noncategorial a h to childhood chromic
illness. Attention is paid to the consequences of
2 chronic illness for the child, the family, and
the school—and how health care providers can
minimize the negative uences. As a
whole, the evidence indicates that chrenically
1l children and their famihes can be effectively
helped within the context of care normally

My topic is irowing up with a difference—
specificall, with a physical difference. Child-
hood is supposed to be a time of well-being or
at worst a period of limited transient jliness.
Nevertheless, there are literally thousands of
our nation's children who have significant on-
going physical health problems that make them
distinctly different from their healthy peers. In
fact, our best current estimates are that some-
where over 10% of our nation®s children have
some form of chronic problem affecting their
giwysial health; some estimates place the num-

r closer to 20% (Haggerty, Roghmann &
Pless, 1975; Pless & Pinkerton, 1975; Starfield
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and Human Sennces, Matenai and Child Health C nppled
Childrens Sennces Grant MC-R360402 (Soal Secunty
Ad, Tule V).

Iwvited address presented at Annval Meeting for the Care
of Children's Health, Chucago, Himos, May 26, 1983
Ruth Stewn, MD, 15 at the Department of Peduatnes, Albert
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& Picss, 1980; Travis, 1976) and there may be
twicc as many among the r (Egbuonu &
Starfield, 198y2; Gliedxman kpol:oth.ﬂ‘lgBO). of
these only a small fraction, perhaps 2 or 3% of
children, actually have imitations in their nor-
mal range of daiiy activities. Many more have
pericdic exacerations and remissions, and vir-
tually all require some special health services.
All th;:ac children with ongoing health condi-
tions face important issues in growing up. It is
these issues, and our role in helping with them,
that I will address. By increasing our awareness
of the central concerns, 1 believe that we may
improve our ability to understand and assist
both healthy and physically impaired children
and their families.

What do I mean by a physical difference? For
this article, 1 will ignore the large number of
personal characteristics that define the unique-
ness of each individual and that make an indi-
vidual stand out; instead 1 will concentrate on
rhysial deviance associated with a health prob-
em or ongoing conditions that separates a child
from his or her healthy age-mates. One useful
definition is taken from Pless and Pinkerton
(1975), who define a chronic health condition
as one that lasts 3 months or more or requires
a period of hospitalization of at least one month
duration. This definition includes both visible
and nonvisible physical differenc~s—a point
worth noting now and one that 1 will later
discuss at length.

What are the charucteristics of such physical
conditions? These health problems have many
common features; all are of long duration, man
will last ﬁ:; the child's whele life, and some will
result in shortened life expectancy, Often t
are associated with the need for :;cycialiud serh?'-
ices and in some instances for painful treatments
and hospitalizations. They are characterized by
the fact that they require our care, but most
often we cannot cure them. Such conditions
inherently threaten a child's potential for nor-
mal physical and emotional growth and devel-
opment. In addition, they may have severe po-
tential for disrupting family ‘life. Further, in
contrast to many types of acute iliness that can
be ged with onryc‘ immal knowledge about
the individual patient or his family, the care of
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children with ongoing physical illness requires
extensive knowl about the patient’s family
life. Gliedman and Roth {(1980) note that “unless
the child is to be permanently sequestered in 2
hospital ward, mana t of a chronic disor-
der never takes plice in a vacuum; it must be
carried out within the context of onkfoing family
life, where managemeat of the child’s biclogical
condition is only one of many pressing de-
mands....* (p. 24%). This requires us to keep a
focus on the whole child and his family and may
run counter to some current trends toward in-
creasing subspecialization of services.

There are severa) major issues which need to
be addressed:

1. Why are physical dnﬂ'mnces?in the grow-
1ng child especially important now

82. 13 there any basis for talking about chil-
dren with physical problems as a group or
should each condiu‘%n be considered sepa-
rately? To what extent can we gencralize about
these differences?

3. Should we be concerned about duldren
growing up with physical differences? What do
we know about the uences of chronic
health impairments for children and their fam:
iies?

4. What can we, as individuals concerned
with the care of children's health, do to 1m-
prove the situation?

Let us consider cach of these areas in turn.

First, why should we be concerned now with
physical problems of children? Although there
is hte evidence of an overall increz<e in the
number of children with ongoing physical prob-
lems in the lation, these children do con-
sume a larger share of our time as health prefes-
sionals. This is a result partly of our success in
immunization roﬁrams and antibiotic therapy,
which have radically reduced the morbidity and
mortality of the whole pediatric population, and
partly due to tremendous advances in discase-
specific therapies that allow children with a wide
variety of problems to survive longer into ado-
lescence and adu thood. Therefore, many more
health %rofessiomls will have contacts with chil-
dren who have chronic physical disorders, and
although each of us may sce only a few in any
one discase category, our total number ot inter-
actions with children with ongoing health prob-
lems 1s sizable and likely to continue to grow.
Moreover, children with physical differencesare
no longer hidden in institutions or at home;
increasingly they are being mainstreamed in our
socicty, 5o that the daily issues of managing in
the community are of heightened concern.

Another reason to pay attention to the issue

of physical conditions s that, as biomedical tech-
nology increases, it may outstrip both our ability
and willingness to pay for the full range of
services that we know {low to provide. Perhaps
even more importantly, this technical
might surpass our ability to deal with the related
personal, social, and cthical issues entailed in
giving care to these children. We are &l aware
of escahting health care expenses, of the lack of
psychosocial supports and services aimed at im-
proving adjustment and adaptation in daily life,
and of difficult ethical issues in care. As we
concern ourselves with questionsabout the qual-
ity, as well as the quantity, of life we preserve,
we realize that, in order to make intelligent
assessments, we must take stock of what we
know about living with a physical impairment.
These issues are particularly critical for the
growth of children faced with life-long health
problems.

But exactly wl;oloaﬁ these childi.n? Many

rofessionals might look for a dh:fnm ic group-

g\g or classiﬁa;gm. After all, health profession-
als typically group children by diagnoses and
emphasize that each disease is unique, has its
own problems, and is much more tinE
than any other. What is the evidence that chi
dren with ongoing health conditions can be
considered asa p unto

Medical training, practice, and research are
traditiona’ly organized around body systems
and discase categories. This method of catego-
rization is based on the assumption that clinical
dia provide information important for
patient care and that children with 2 particular
diagnostic label exhibit great similaritics. A die-
case-speci has been the cornerstone
of research on both biomedical and psychosocial
asfecuofillncutod\epoinnhatdrereisgml
reluctance to make generalizations or to study
issucs across diseases. Much of the original re-
search describing the effects of chromic disor-
ders grew out of observations made by subspe-
cialists dealing with a large number of patients
with a particular diagnosis and led to the de-
scriptions of “characteristic profiles” of patients
with a given condition {e.g., asthma, hemophilia,
cystic fibrosis, meningom{'elocele).

Discasc-specific research focused on biomed-
ical cures for individual discase entities must be
sustained. However, is it equally desirable to use
duagnostic labels when examining the broader
issues of the effects of illness on the child and
family unit, particularly the issues in growing
up? Jessop and 1 have argued (Stein & Jessop,
1982a) that it may now be useful to adopt a new
framework in viewing chronic conditions in
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childhood, because as children with physical
health problems survive into a and
adulthood, they face problems of adjustment
for which a great many variables od!\cr than
diagnosis have imporiance. Our understanding
of these variables is often hampered by the
asumed sy, or preeminence of the di-
agnosis as the single most important factor.
entitled Chronic
Childhood Drsorder, Pless Pinkerton (1975)
review a large number of studies of adjustment
of children with different individual d

From these studies of separate health condi-
tions, they show that al! the groups of children
and their families face simitar p: They
come to the conclusion that many physical dis-
orders have idestical consequences in terins of
development an::hdjuumm 1nd t::aht Pmmisuain
rearing a child with a ical heal

are : llel, regardleup':)y;ut‘hc nature of the
chilc"a condition. Based on the evidence, they
argue that from the point of view of the child
and family the specific health problem is not the
central issue in growing up; instead, the very
existence of a health condition causes families
to share a number of problems in raising the
child, whether the condition is diabetes, asthma,
or kidney disease. propose a generic or
noncatcgorical approach, one that groups chil-
dren with chroni physical disorders across di-
agnostic boundaries.

This perspective is counterintuitive for many
in the hea'th field, and especially difficult for
physicians, who have been trained to focus on
differences among health conditions rather than
on their commonalities. From the pediatrician's
framework 1t may be extremely hard to find
much in common among distinct health condi-
tions and easy to find much that differs among
them. To those in other disciplines and to the
lay community, it may be no surprise that there
arc many common themes among individual
familics of a child with an ongoing health prob-
lem. Many who work with children with difier-
ent diagnoses know this well from clinical ex-
perience in clinics, inpatient urits, playrooms,
and classrooms.

In work that Jessop and I have done recent!
at Einstein, we have examined children witl
different chronic diagnoses and Jooked at a large
number of social and psychological areas to test
Pless’ and Pinkerton's theses and to see if in fact
there are measurable differences among groups
of children and their families that are deter-
mined by the diagriostic categorics to which the
child belongs (Stein & Jessop, 1982b). Our hy-
pothesis was that there would be more differ-
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ences among children within ahy one individ.al
diagnostic grouping than there would be between
diagnostic categories. If this were true, it wou

vide an objective basis for a noncategorical
gl‘m generic app"g:h and would servz to under-
score the view that children with diverse medical
problems have great similarities in their life
expcﬁecnhces. Movn;-‘ohver. it would allow us to
group children with different physical health
cond‘l)uom as a single clams. P

The data that we used in these analyses were
collected from mothers in home interviews at
enroliement in the Pediatric Ambul Care
Treatment Study (PACTS), a ran-
domized trial of two modes of service delivery
‘&fmw ill children at a)e Albert Einstein

of Medicine-Bronx icipal Hospi
Center. The sample included MM‘W&]
than 11 years old with chronic conditions who
met cligibility requirements for our PACT
Study. The definition of chronic illnesr used was
the same as the one | mentioned cardier.

The 209 children had over 100 different con-
ditions. They included sickle cell anemia,
asthma, diabetes, leukemia, juvenile rheumatoid
arthritis, and congenital conditions such as men-
inqom]'eloccle and biliary atresia. About one-
half of the children have more than one condi-
tion—in some cases as many as nine. The fami-
lies were for the most part poor urban families,
largely from minority groups. We selected all
the diagnostic groups in our study which had 10
or more sub?c(u. excluding cases that had more
than one of the conditions. There were four
diagnoses with sufficient numbers: meningo-
myelocele/hydrocephalus, seizure disorder,
hemoglobinopathies, and asthma. For each di-
agnostic group we determined the ranges,
means or averages, and standard deviations. Us-
ing statistical tests (analyses of variance), we
looked 10 see whether or not the four groups
differ.

We examined a range of measures satisfying
customary standards of reliability to sce whether
the variation between diagnostic groups isas large
or larg -1 on these measures than the variation
within the groups. We found that while the
diagnostic labels are indispensable in nanaging
the shysiml and biomedical aspects of a child's
condition, they just do not tell very much about
many arcas of concern in the lives of chronically
ill children and their families. When we moved
from the narrowly defined biomedical issuesand
measures of health care delivery to a broader
view, the diagnosis gave little informaticn about
the status of the child and family.

Those who are concerned wiJ; a broad range
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of health care issues may find a noncategorical
approach most helpful use it atlows us to
look at many small clusters of children as a
up. This perspective enlarges our rtuni-
‘gir; 5: understand developmental and behav-
ioral issues and to learn about growing up with
a physical condition in children with a range of
health problems. It also encourages us 0 work
with coénmt;nity or popuht'mngucded nmpm
and to deve rograms targeted to mect ¢
needs of chilsprcg with a range of difiering coc
ditions, rather than just one discase type. This
approach ako permits the individual practi-
tioner, who sees only asmall number of children
with any given disease, to use cxpcnences‘
ined t{*oxgnl the care of children with cystic
ibrosis or kidney discasc to care for 2 child with
diabetes.

Having suggested that we are justified in
thinking about all children witha physical health
condition as a group, we face arother important
question: Are there any features of the illness
or condition that differentiate some of these
children from others and that indicate who is at
more or less risk for the negative social a: 4
psycholo?al consequences of illness? In a sev-
ond st of analyses we examined whether certain
features or dimensions of conditions might te
helpful to  hnicians in thinking about the con-
sequences of the child’s disorder. We used in-
formation from a Clinicians’ Overall Burden
Index (Stein & Jessop, 1982a) that was rated by

each child's physician and that defined 17 di*

mensions of iness We found (Stein & Jessop,
1983) that the consc?ucnces are more negative
where there is poor unctionin% and where the
condition is not visible. This finding had not
previously been emnphasized, except perhaps in
a few references that suggest that marginal ill-
nessmay have a disproportionately more scrious
effect on psychosocial adjustment than those
that are clearly debilitating (Barker, Wright,
Myerson & Gonick, 1958; McAnarney, Pless,
Satterwhite, & Friedman, 1974).

How can we explain these results? These two
scenungly opposing findings and the importance
of needing to watch for changes can perhaps be
understood within the framework of the con-
cept of uncertainty. Lack of visible difference
between a chronically inpaired child and well
peers may make it more difficult to recognize
that the chuld has a chronic condition. If the
physical difference 1s not obvious to the outside
world, a child may need to be *sicker® before
the condition can be fully acknowledged. This
may produce an uncertainty that is psychologi-
cally unscttling and associated (a) with more
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negative psychclogical cohsequences for the
mother and (b) with greater perceived im'sacl
of the illness of the family. The unrndicu lity
may lead to insecurity (Wright, 1960), some-
thing our analyses su is 30 among families
of children with chronic physical illness.

The role of uncertainty tn affecting the way
patients’ experience illness may not fit with the
1deas of physicians, who are inclined to think
that things are going well if the child is func-
tioning and bears no visible signs WI
difference. *Common sense” professional no-
tions suggest that 2 child who appears well part
of the time is better off than someone who is
always sick, something that does not appear to
be true. Understanding this finding is essential
in order to understand the vicwpoint of the
patient and family. This observation also under-
scores the importance of including in our dis-
cussion of phrial differences thoze children
whose physical health is impaired, even if it does
not show easily to the outside worid.

To summanize, the evidence sm(a) that
we can and thould&hinkaboul. and(l's
chronic physical difference 23 & group
that lhmy::only a few dimensions of the
physical conditions that may be associated with
differential risks for adjustment.

The next issue that concetns us is how physi-
cal differences affect development and why we
should be especiaily concerned with the devel-
opmental process in this special cluster of chil
dren. The following pzrafraph focuses on some
of tlie domains of a child and family’s life that
wnay be affected by the child's condition and on
what we can do to minimize this effect.

Daeschner and Cerreto (in press) have written
that children with an on%oing hysical problem
are "...coustantly part ill and part well—but
never free of a problem that scts them apart.
Their families, their social interaction, their ed-
ucations and their daily routines are different
from those of their peers.” (p. 29). And Linda
Hexter (1980), herself a mother of a child with
2 serious chronic condition, writes that *...birth
and/or diagnosis of a chronicaliy ill child is onc
of the most severe stresses that a family can
sustain, because it involves not only the sudden
shock and grief experienced when the child is
diagnosed but also years of multiple traumatic
events, constant medical treatment, and contin-
ual worry and anxiety* (p. 148).

An important area of work pertains to the
consequences of childhood illness for family life.
The bulk of the evidence seems to suggest that
ongoing physical iliness may disrupt the entire
fabric of a family, especially during the crisis
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phase. Diagnosis of 2 major health problem in a
child is a severe stressor causing strains in a
variety of areas—emotional, physical, financial,
and social. The initial emotional response may
be a mixture of fear, anxicty, anfer. dcﬁrmon
and guikt. Drotar, Baskiewicz, Irvin, Kennell,
and Klaus (1975) suggest there is an initial
shock, then denial, sadness, and anger, and only
after time the reestablishment ofB:;uilibrium
and the ity of the family to reorganize and
on m tasks of living. Irdividual mem-
may travel through this sequence at differ-
ent and exacerbations of the condition
an to renewed confrontations.

Many parents, if not most, feel some sense of
personal failure or question their own adequacy
as parents. Virtually family wonders what
thez’migh( have done differently to prevent the
child's condition and many common themes run
through their fantasies about possible ciuses.
When the child reaches critical developn ental
stages, such as when toddlers begin to demon-
strate independent motor skills, when children
enter school, or when adolescence begins, par-
ents zre contronted by the ways in which (ﬁ:ir
own child’s current function, special care needs,
or future potential may differ from peers. Some
families handle these worries with hittle mutual
support, as each parent reacts t0 his or her own
emotional nceds using coping mechanisms that
may be divergent from the other parent’s.

Family members may be affected by both the
illness ard by the demands placed on them by
the health carc system with respect to the care
of the child’s physical problem. Expectations for
treatments and home management may become
very taxing. There may be a change in reality
in the physical aspects of dailv living—~ir trips
to health facilities, in special diets or n..dical
procedures, perhaps the child's sleep pattern or
ability to develop independence in ressing. toi-
leting or learning. This often leads 10 a realign-
ment of family members with the mother in
most familics bearing the brunt of day-to-day
responsibilities. The mother spends the bulk of
her time with the impaired child; the siblings
manage relatively more independently or by
sperlxdmg more time with the father or another
adult.

For th~ child and family, ordinary events of
fe may nave greater than normal impact. A
move 10 a new home away from familiar sources
of care and community supports may be very
traumatic; the potential disruption may be so
severe, in fact, thata family forgoes the move.
Even commonplace events, such as the birth of
a sibling or a family vacation, may pose special
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problems. Adaptation to these ordinary occur-
rences cannot be taken for granted but may
require 2 good deal of planning and anticipa-
tion.

Then there are the costs. Most families are
<stermined to get the best care they can for the
child; often they will expend great financial, as
well as emotional, resources in the hose of find-
inga cure. The financial realities, cven for those
who can find care nearby, are enormous. Insur-
ance policies zre capricious; eligibilit"for public
support is often inconsistent; and public monies
for supportive or preventive services are mea-
ger- There are also the hidden costs; lest oppor-
tunities, lost work time, lost chances to advance
in one's career or to go back to school, Oppor-
tunity to change jobs may be missed because 2
parent fears the los of insurance coverage. Lack
of energy to be a resourceful in hunter or
homemaker, and the costs associated with the
desire to find ways of trying to *make it up” to
the sick child, may produce secondary economic
burdens. There may be no time or money for
vazations or recreation.

Another affected area is that of nal
strain created by fatigue and intrafamilial ten-
sior. This is accentuated by, and contributes to,
social isolation. Parents may be unable 1o find 2
babysitter and get away even for a few hours. It
1s olten difficult to maintain friendships, and the
constant worry and fatigue may detract from
being “good company.” All these Jead to an
isolation that may be coupled with resentment
of the need to be dependent on the few remain-
ing family, neighbors, and friends for favors
without the ability to reciprocate.

Itis imﬁomm 10 note that social supports—
that is, the presence of a helpful social net-
work—appear to be a major predictor of suc.
cessiul coping with the care of a child with a
physical disorder. Therefore, it is extremely im-
porant to encourdge retention of the family's
social network. Yet, we find a very common,
almost universal, raronsc to physical illness is
withdrawal. People often pull away because they
feel uncomfortable about how 1o act, what to
do or say.

Still another set of concerns is in the area of
needed services. Although, the presence of a
physical problem may assure contact with health
professionals, a growing number of studies in-
dicate that this contact may not guarantee that
the child reccives a full range of basic services,
even those as basic as immunizations and screen-
ings, help with long-range planning, and coor-
dination of care Services thatare rendered have
becn referred to as “patchwork care” (Daes-
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chner & Cerreto, in press), and there is generally
no reimbursement for primary care, coordina-
tion, advocacy, Or support services.

School is an important area for the growing
child, but here too there are problems. ite
recent efforts, suchas PL 94-142, many children
continue to receive inadequate schooling or are

in unneccestarily restrictive environ-
ments. A school principal told me recently that
in her school children with handicaps were no
longer going to be mainstreamed, because “they
had no place to go during gym period.” This
may indeed be a problem for the school, but
return to special class t means isolation
from healthy peers, often inadequate intellec-
tual challenge, and consequent eductional dis-
advantage. In school, even in regular classcs,
teachers may have lower expectation for th-
healthimpaired child. Also, special services,
such as physic?] therapy during schoal hours
decrease the actual amount of classroom time
and peer contact for children wi.a physical con-
ditions. Serious physical problcms may ako re-
sult in a suspension of activities that a, e impor-
tnt to long:t m success. This may occur be-
cause of perii of restricted activity, absences
from school, hospitalization, or even preoccu-
pation with the possibility that the chiﬁi might
not survive.

In school and at home there is often uncer-
tainty 1bout how to treat the child and a tend-
ency to spoil, baby, or overprotect. This de-
prives the child of important lessons in living
and may result in significant social morbidity
later on. Children who are isolated and not
offered the normal 1ange of give and take with
poers do not niaster age-appropriate social skills
o mature socially at the sume pace as their age-
mates. Inclusion in houschold chorss, normal
sibling squabbles, and neighborhood and after
school activities are important growing experi-
ences whenever they can be made available.
These opportunities enhance social feedback
and ultimately a sense of self worth. However
many parentsand pre “essionals discourage these
activities because of misguided thoughts that
they can protect the child from being *hurt® in
the sometimes cruel world.

As 1 suggested carlier, in the social sphere
there are major differences for children who
have wisible as to invisible conditions.
In the presence of invisible conditions, socicty
presumes that everything is normal. Thix creates
coufusion, ambiguit', and anxiety if the child is
impared in his or ter ability to take partina
full range of activi ies. How often have you
heard someone say. *but 1 don't understand, the
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looks fine® or *1 didn't know he was sick because
he seemed okay?® For the child with a visible
physical difference, the rtuumption is one of
incompetence or lack of ability. This may be
ually inappropriate and creates another ki
3 anxiety and uncertainty—the need for the
child to prove that he or she is capable. Take
notice the next time you hear someone speaking
in overly simplified terms to 8 stunted adoles-
cent or to a child in a wheeldiair or shouting at
the blind child. These actions are based on the
misassumption that the stunted adolescent is &
younger child, or the wheel chair bound
is retarded, or the blind person is more
inipairext and cannot hezr.
chiardson (1968) notes that, in general. our
society is less at ease with those with 3 handicap
and is put off at_the first contact. Only after
time does the social interaction break through
the initial barrier; still, relationships often re-
main at a formal level. One specific task that a
child who is physically different must master i
frow to break through and make others com-
fortable enough to allow for social interchange.
Negative stereotyping attitudes are learned
carly and rezndt in bartiers to interpersonal re-
Iationships, discrimination, and systematic de-
valuation of the ically impaired (lreys,
1981; Gliedman & Roth, 1980).

In a2 moving chapter of fourney written by
parents of 2 child with a chronic physical con-
dition, Massie writes that *People were always
afraid of us. 1 cou.d sense this, i is as though
they felt we had been touched with & curse and
that too close contact might contaminate them
or give them a glimpse of an t realit
they wanted to avoid having to face.” (Masic
Massic, 1975, p. 167-168).

To the extent that there is a heightzned
awareness of physical differences in the sceial
world at large, a negative attitude may spill over
to siblings. While siblings of chronically ill chil-
dren often get Jess attention from their
than other children do, may be quite con-

icuous in their social world as the brother or
sister of the child with X or Y condition. Just
think the next li:l?ff you a?hu l& MbcwDomld'nnd
see a physically different child about own
incmP:d m{mq to notice the muyr:u&mily
grouping. Having a physically different brother

or sister many relationships for the well
child—his relationthips with his parents, sibs,
and the outside world. For siblings there may

also be extra family responsibilities and the re-
Aﬁznsibility of being an in jary between
the outside world and their physically dissdvan-
taged siblings. All the normal problems of sib-
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ling rivalry and conflicts are heightened and
exaggerated. Addi(ionaﬂy. brother and sisters
are often excluded from information about the
nature and implication of the condition, because
it is falsely assumcd that they can or should be
*protected.”

P'L‘andoub(edly. there are some who will see

these statements as a oversimplificatioa.
Focusing on common is not intended to
obscure individual differences, but rather to
stress that differences, where they occur, are
often due as much to the specific family or child
as to the specilic disease. It is all too casy to
attribute them to a single cause—the child's

j m physical condmo:‘: A collu:‘w who
recently spoke to a p of parents of you
children with signil'!nam aﬁ?
illustrated this point. She mid that the parents
were secking advice about separation problems,
temper tantrums, and sleeping disorders. Many
were totally unaware that any of these

occurred in “pormal” children. attributed
tkmau.inakindof:du‘;hl inking, to the
child's developmental difference. To illustrate

this further, let me tell you about Maloolm, an
unusually articulate 22-yearold with Down's
Syndrome. In ring this material, I asked
tim if he could kelp me by (elling me what he
remembers about growing up different. He
quickly responded that what he remembers
most is being “bad” and being “scared,”
cially of thunde- and lightning at night. ﬁe
remind;, us that these special chﬁdrenm moce
like other children then they are unlike them.

This then is a critical in growing
with a physical difference; ;M
ocezr in developing children, in a dynamic and
everchanging context. Indeed, focusing on
physical differences in children forces us to con-
“sider developmental issues. The problems faced
by an ill child and his family very much
on complex interactions Lwecn the child's
ysical condition and his development. For
cach child and family, the situation is anique.
Some health , such as asthma, can oc-
cur through the course of childhoud, while oth-
ers occur at particular ages and may cause more
ific disruption of development. For exan.-
ple. the birth of a child with a congenital disor-
der causes stress during the important and crit-
ical period of bonding, while a serious change
in health of an adolescent can interfere with the
development of adult autonomy. Many issues
that span childhood have different manifesta-
tions and meaning in each stage of development.
Hospitalization with its attendant separation
from the family has different meanings for the
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infant, the toddler, the schookaged chiid, or the
adolescent.

One controversial issue is whether develop-
ment of a child with a serious life-long physical
condition can be expected t {ollow &e
opment of healthy children. Gliedman and Roth
(lQBO)wgmlhmhmyno(befairw use our

normal child and apply

concepts :ﬂ
20 Nambapping conions eraca

and handicapping it use their life
expetiences may differ too greatly from those
of their healthy peers. or Not we agree,
i is clear that several types of development are
superim 3 on one another and accur simul-
umumnmiu\echild‘uindividmldevd-
opment, the changing family as it evolves in its

own life cycle, the changing course of the
ical condition, and u:‘l‘oldiugadapudg:yt:
it. The issues faced by the child and the family
depend on and must be dealt with in the context
of these complex interactions.

It s not uncommon to ~.xk what the child's
derelopment would b ke without the influ-
ence of the existing physical condition. The
Reverend Robert ie, Jr. (in press), a he-
mophiliac, recently wrote it would be im-
padub‘leewdacﬁzef:uhtlwmid:chlei‘kcwh};;
out is hemophilia. orical
Maﬁsmmxdkrmldhavcbcmhad
she been a sighted and ing person? Since

versy about the subgroups at risk and the extent

i tanm ic studies show
an increased incidence of ical prob-
lems among children with chronic conditions
andwg¥eudmdwmcm' y of the child's illness
and his unmomlf' limitations x"r‘ear;o:iued with

ter risk for rycholopa | jjuscment.
grgur own wck suj that, among children
with chronic physical health conditions, those
who have more aboences and poor functional
status have poorer adjustment, but that these
relationships may differ within subgroups of the
population and are strongest among those with
the fewest buffers and least strong among those
whe have significant family support (Stein &
Jessop, in pressa).

Children with chronic conditions not only
exhibit twice the rates of mental disturbance of
healthy children on a variety of psychiatne
measures, but studies in the United States and
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Great Britsin suggest a higher incidence of be-
havior, leamning, social. and achool
(Douglas, 1975; Pless & 1971).

A ing to Klein and S¢ (1979) and
Dmrm(lss?)..mim_pu_ummi_tble

in adjustment is the child's

of the discase’s severity and of the
P-mu:.Thi the notion the fam-
ily’s definition of the ity rather than that

the physician is a powerf: predictor of out-

socia. problems in the population of chi

whoarephyial!ydiffm'lhilhlm
lem bocause many families have great di y
inlundlingaecondntyemimﬂsymptocmmd
inaczpt' the need for help in this sphere;
they often have little time, energy, and money
to devote to these areas. Also many of our
mental health are poorly equipped to
deal with individuals with serious physical health

One thing is clear; even very serious and
debilitating iliness does not preclude successful
adapation by the child and family and positive
mental health outcomes. The challenge i to
learn how to make successful adaptation and
adjustment even more common.

1 have discussed a number of potentially seri-
ous consequences of childhood physical differ.
ences, From this discussion, questions must aric
for us all: How can we helpe Is there anything
we can do to minimize the effects of growing up
with a physical difference?

Outcomes of physical conditions in the grow-
ing child are influcnced by a number of factors:
characteristics of the child, the disease, the fam-
ily. and the nature of interventions. Physically
impaired pesons, irrespective of their age, must
retain their integrity as human beings and be
Fiven the opponuni(y to participate in their

amilies and 1n society as completely as their
circumstances it. The goals of manage-
ment are to hclp the family and child adjust to
the condition, to maximize the health and po-
tential of the child—:2 confine the effects of the
illness. We can buttress self concepts, focus on
assets rather than deficits, enhance coping strat-
egies, and hopefully thereby minimize many
handicaps and their secondary sequelae.

Until recently, our sense that we could make
a difference derived from clinical imprestion
more than from objective evidence. Many of us
were convinced by this alone. Butat Einstein we

in This is one of a few

orts Lo improve tivis large
:’ddwvbogmnpwhhl m
ence. Moreover, we can (1o 80 within the context
of the care that we normally

w:ynohe_lp.bybﬂ

ve,
the needs of chi
lems.

ul:-' H';E;n ﬁ'zhu?d '...dnd,e anguish
achroni ilichildisnot in, the ish,
or the di intment, but theP:all of emotional
isotation with which we have encircled that child
because of our own fears. We must look inside
i S b

out. a warm heart can
alieviate the Lp chill of a child's constant
shadow.® To those who care for children and
their health. let me suggest that we take on this
challenge.
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Does Pediatric Home Care Make a Difference

tor Children with Chronic lliness?
Findings from the Pediatric Ambulatory Care
Treatment Study

Ruth E, K, Stein, MD, and Dorothy Jones Jessop, PhD

From the Pediatric Ambulatory D-ision, Albert Einstein Coliege of Medicine, and Bronx
Municipal Hospital Center, Bronx, New York

ABSTRACT. The ongoing care needed by chlldren with

children with chronic physical illness, and thus an
ing proportion of the care of children is

chrome 'shyucnl illness 1s 8 topic of

The F astric A bul t Study
(PACT! is & clarnic pm«t posttest randomized esper-
iment desygned to evaluate s Pedmnc Home Care (PHC)
program in_which an y team p
comprehensive primary health care, sUppoIt, coordina:
tion, patient advocacy, and education to ch Ay it

devoted to chronic conditions. The current trend
toward regionalization of care in high technology
and other disease-specific tertiary services is based
on the pmumpuon that each condition requires

ialized care for improved biomedical

children and their families. Home interviews were con-
ducud by an lndependent research team with the 219

6 hs, and 1 year; 80% com-
pleted lll thm interviews. Anslyses lndxcau llut peda

outcomes, However, some have expressed concern
about this trend and have suggested that the effects
of the illness on the growing child and his family
cross diagnostic boundaries.’* Although there has

atnc home care is effective tn imp

of the family with care, 1N unprovi the chllds psycho-

logical ady nt.and in | n'jw symp-

toms of the mother. The functional sutur of the children
was equally well maintmined in both groups. and thers
was nho significart difference in the impact of the illness
on the family between the two groups. There are indica-

tions that there may be a dose-related effect with respect
to the child'a psychological adjustment with those in the
program for the longest period of time showing the great-
est benefit. Such s home care program can be an effective
intervention for mimmizing the sociat and peychological
consequences of chronic illness Pediatrics 1984;73:845~
853. homc care. chmmc dbuu. comprehensive care, psy-

bl

¢ ) Y care

Between 5% and 20% of Amenican children have
a chronic physical disorder.' The decline of acute
infectious diseuses and improvementa in treatment
of chronic disease have increased the longevity of

Received for publmuon Jum 14, 1983, mepud Nov 3, 1983
Presented, 1n part, at the Annuat Meeting of the Amencan
Public Health Association, Montresl, Nov 17, 1982

Repant requests to (RE.K.S) Pediatnic Ambulatory Care Di-
vision, Albert Eanstetn College of Medicine. 1300 Morns Park
Ave, Bronx, NY 10461

PEDIATRICS (ISSN 003t 4005) Copynght © 1984 by the
Amencan Acsdemy of Pedistrics
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been significant biomedical research geared to pre-
vention, treatment, and cure of apecific conditions,
there has been little research aimed at ameliorating
the secondary paychological and social conse-
quences of chronic childhood illnesses and under-
atanding the psychological and social effects of
alternate forms of heaith care delivery.

In 1970. a Pediatric Home Care (PHC) unit was
established at the Albert Einatein College of Med-
icine-Bronx Municipal Hospital Center which pro-
vides comprehensive and integrated medical, psy-
chological, and social services for a wide range of
children with chronic illness. This program was
conceptualized as an ambulatory special care unit.
The services were based on the assumption that
care must be organized to address 1ssues of concern
to families of children with chronic concitions and
that these issues cross disease categories. Although
the program is oriented to the health of the child,
it focuses on the whele family and ita needs. It seeks
to foster patient independence and to maximize
rehabilitation and adjustment. The care 1s delivered
using an integrated b dical and psychosocial
nppronch 1t involves the family actively in taking
responsibility for i i pects of management
and informed decision mnkmg with the health care
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professionals. The services of the Pediatric Home
Care (PHC) program include: monitoring the pa-
tieat, delivering direct services, teaching therap

for the Pediatric Ambulatoiy Care Treatment
Study and who were seen at a university-affiliated
icipal teaching hospital during the period of

tic programs to the family and patient, coordinating
services, patient advocacy, health education, and
suppost. An interdisciplinary PHC team provides
care. The core team for each patient consists of a
generalist pediatrician, & pediatric nurse practi-
tioner, and the patient's family, A social worker,
consultant psychiatrist, and physical therapist are
also available; the resident or referring doctor and
the subspecialists involved with the child are in.
cluded as appropriate in an individual case. Services
are provided in the patient’s home as needed, as
well as in the traditionz! locations of the clinic, the
inpatient units, and the PHC office. Home visits
are conducted to teach the patient and family in
the situation in which care will be given, as well as
to evaluate medical, psychological, and social needs
in the family context and household setting. (For
more detarl on PHC, see Stein.%?)

The Pediatsic Ambulatory Care Treatment Study
(PACTS) was funded in 1978 to evaluate the PHC
program, It emplc;s a pretest-pcsttest experimen-
tal design in which children with diagnostically
heterogeneous chronic physical conditions were
randomized either to the PHC program or to the
sou, ces of care traditionally offered in this hospital
complex other than PHC (e, standard care). The
objectives of the study were to compare PHC with
standard care on outcome indicators that might be
sensitive to an ntervention of the kind described
above and might be common to children with a wide
array of diagnoses The purpose of this report is to
present data that compare PHC with standard care
on five major variables from that controlled trial;
(1) satisfaction with care; (2) child’s psychological
adjustment; (3) mother’s psychiatric symptoms, (4)
impact of the illness on family, and (5) child's
functional status

Although some worried that such a program
would have adverse effects on family members and
on the child’s health, we hypothesized that. (1)
home care would be better than standard care with
respect to satisfaction with care and chiid psycho-
logical adjustment; (2) the mother’s psychiatric
symptoms and the impact on family would be less
in home care than in standard care; and (3) there
would be no difference between home care and
standard care 1n the functional status of children

METHODS
Sample

The sample includes 219 children with diverse
chronic conditions who met the ehgibility criterta
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June 1978 to January 1980. This facility serves
children throughout the Bronx and offers a wide
range of general and subspecialty services typical
of a large municipal teaching hospital center. Cri-
teria for inclusion in the study were the presence
of a physical condition lasting three or more months
or neceatitating a period of continuous hospitali-
zation of at least 1 month,® age below the 11th
birthday, residence in the Bronx, need for care
beyand that of & well child, and receipt of a portion
of care through one of the affiliated hoepitals of the
Albert Einstein College of Medicine. Additionally,
the child could not be moderately or severely re-
tarded, had to be expected to live for the duration
of the study year, and had to live in an English- or
Spanish-speaking household. Only ~ue child per
family was enrolled in the study.

Although this is not a representative sample, it
adds to our ability to generalize from the study to
know the degree of in ling subjects.
Bilingual female lay interviewers recruited subjects
from the inpatient service and subspecialty chinics.
All children who came to the attention of the re-
search staff, met the eligibility criteria for the study,
and completed the enroliment procedures were 1n-
cluded. Cooperation with the study was excellent.
Children with a variety of conditions and varying
levels of severity were entered into the study and
randomized. During a 1'4-year period, 381 children
came to the attention of the regearch team before
enrollment closed with 219 children. The greatest
number (N = 92) of the remaming 162 children
were excluded from the study because they did not
meet one or more of the study’s eligibility require-
ments. Thirty-nine additional children could not be
traced and thus enrollment procedures could not be
completed, and this group may include some passive
refusals. There were 20 explicit refusals. four chil-
dren were in another major study, a2 six children
died before completion of the enrollment proce-
dures. The limited information available for com-
panson of those included 1n the sample with those
not included indicates no major difference in diag-
nosis.

The enrolled sample is heterogeneous with re-
spect to diagnosts The 219 children have mor> than
100 different conditions. These diagnoses include,
but are not imited to: asthma (N = 76), seizure
disorder (N = 26), hemoglobinopathy (N = 13),
congenital heart disease (N = 7), mahgnancies (N
= 6), diabetes mellitus (N = 5), and a vanety of
congental hes such as gomyelocele/
hydrocephalus (N = 23) and biliary atresia (N =
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TABLE 1 PedulncAmbulatory Care Treatment Study
Demog wstics of Families for Total Sam-
ple at 'I\me 1 (N z 209)
Race/ethnicity
Huspanic 6%
Black 27%
Other 13%
Mantal status
Mmied 40%
D ted, or widowed 33%
Single (never marned) 27%
Family type
Both parents 45%
Mother alone 39%
Mother with other adult 13%
Other 3%
Annus) family income
<$5,000 33%
2$5,000 to <$9,000 1%
239,000 30%
Source of income
Public assistance 55%
No public asmistance 45%
Mother employed 17%
Mother unemployed 83%
Other household member employed 55%
Other household p 45%
Leve! of education of mother
<High school uation 56%
2High school graduation 4%

5) More than half of the children have multiple
conditions, in some Cases as many as nine, All
required care at home beyond that of well children
as measured by the Clinician’s Overall Burden In-
dex®

The sociodemographic characteristics of the sam-
ple are shown in Table 1 The sample is entirely
urban, predominantly poor, and composed largely
of minonty group members

Study Procedures

The study was explamned to the mothers by the
lay interviewers and they were asked to sign an
informed consent, approved by the Institutional
Review Committee, agreeing to randomization to
one of two types of follow-up care offered by the
Department of Pediatrics, to three home interviews
at 6-month ntervals, and review of their child’s
medical records.

The research design called for stratification of
the sample on two critena that reflected the bases
on which children had traditionally entered the
PHC program: the resources of the family for deal-
ing with the child’s medical problems and the bur-
de.x the child’s condition would pose for any family.
The first criterion, the Judged Ability to Cope, was
obtained in a short structured interview with the
mother (In eight cases the respondent was a grand-

mother, aunt, foster mother, or other mother-sub-
stitute who was the pnmary caretaker.) The inter-
view covered standard social and demographic in-
formation and measures of the social, psychological,
and ecx ic resources available to her in caring
for the child. Internal consistency reliability for the
total acote is high (a = .76, Cronbach®). The second
criterion, the Clinician’s Overall Burden Index, was
obtained from the child’s physician, and consisted
of a standardized form, providing background med-
ical information. The Clinician’s Overall Burden
Index included five dimensions of burden that the
presence of an ill child places on a family beyond
parenting a well child of the same age: medical/
nuuing tasks that parents need to perform; disrup-
tion in family routines entailed in caring for the
pnuent ﬁxed deficits of the child requiring com-
1 behavior; the added dependency
of & child who cannot perform age-appropriate ac-
tivities of daily living independently; and the pey-
chological burden entailed in the child'a prognosis.
The items were weighted using previously derived
weights and summed to obtair. a total burden score
for each child. Internal consstency relisbility as
d by a (Cronbach®) js .70 for the total score.
(See Stein and Jessop® for details on the develop-
ment of this instrument.)

After determination of eligibility, the Judged
Ability to Cope and the Clinician’s Qverall Burden
Index were immediately hand scored, and the sub-
ject was assigned to a high, medium, or low category
on each measure, and then randomized within 8
nine-cell stratification matrix This was done using
opaque sealed envelopes prepared in sets by a roll
of a dice to determine the order of the first assign-
ment within each set The purpose of these proce-
dures was to ensure that the two treatment groups
were balanced with respect to these two areas
thought to be relevant to outcomes. It was not the
intent of the design to fill the nine cells. All scoring
and rancomization procedures were carried out by
a ber of the h staff independently of the
clinicians, and the responsible clinician was noti-
fied of the group assignment. The PHC staff was
notified as well each time a case was assigned to
home care through randcmization Because of the
nature of the intervention and likelihood of discov-
enng group assignment during data collection, no
attemp was made for patienis, physicians, or in-
terviewers to be blind to group assignment. How-
ever, interviewers were housed in a separate build-
ing and had no direct contact with clinicians in
either PHC or standard care.

Study procedures dictated that all home care
patients would receive at least a minumum package
of care (an initial assessment one home visit, and
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one monthly contact thereafter for at least 6
months), slthough obviously most patients would
receive much more, based on their clinicai needs
and the decisions of the staff. After 8 6-month
period, those patients previously assigned to home
care were reasssssed by the home care staff to
determine whether the staff thought that home care
was still needed. This was a clinical assessment and
those families whom the staff thought to be no
longer in need of home care services were dis-
charged from PHC in order to avoid the continua-
tion of patients in a form of care more intensive
than they required. Those patients whom the home
care team thought still needed PHC weie renewed
for an additional 6 months or continued for even
longer periods.

Data

Data were obtaned primarily from structured
household interviews with the mothers of both the
standard care and home care groups at tiaree points
intime: time 1 (enrollment); time 2 (after 6 months
of care); and time 3 (after an additional 6 months).
The first interview was scheduled to take place
within 2 weeks of enrollment and randomuzation.
Thisnterview covered the pretest of the dependent
variables. During the subsequent 6-month period
the patient received care through the PHC service
(experimental) or standard care (control) Six
months after entry, time 2 interviews were con-
ducted; these consisted of variables covered in the
time 1 interview, additional utilization data, and
portions of the measures of burden and farily
resources, Regardless of whether or not a home care
family remaned tn PHC after the snitial 6-month
interval, all families continued in the study and
participated 1n a third and final household inter-
view, which occurred at 1 year after enrollment and
covered all the ttems in time 2, with additional
questions at the end of the interview about the
nature of the expenence with home care, 1f apph-
cable.

Of the 219 children onginally enrolled i the
study, 209 completed the imtial time 1 interview
(104 standard care and 105 home care), 188 com-
pleted the 6-month mterview, and 182 completed
the 1-year interview A complete data set of all
three interviews exists on 174 subjects or 80% of
all subjects Of the remaining subjects, six died and
eight moved far away from the geographic region.
Comparisons on & large number of . 10graphic
and medical characteristics between nose with
complete data sequences and those who did not
complete the sequence Gemonstrate no significant
differences except for a somewhat higher retention

Aruitoxt provided by Eic:

of black and Hispanic children than of white chil-
dren.

All interviews were conducted by experienced lay
bilingual interviewers in either English or Spanish,
using interview materials prepared in both lan.
guages. Hispanic mothers chose the language in
which they were most comfortable and all inter-
views were tape recorded. Open-ended material was
checked against the tape recoring, coded by a

h : t, and chocked by a d staff
member, The data reported here are limited to scale
scores on five major variables listed below, all of
which use fixed-response categories.

Satisfuction with care. This variable assesses the
extent to which the respondent feels satisfied with
the medics] care the index child is receiving, A
schedule, based on the work of Ware et o1 was
developed with modifications making it suitable for
use in a municipal hospital setting, with children's
medical problems, and with nurses as well as phy-
sicians, Cronbach's « for the total score is .85

Child’s Psychological Adjustment. A 28-item ver-
sion of the Personal Adjustment and Role Skills
Scale (PARS) [1 scale developed by Ellsworth was
used to measure the paychological adjustment of
the 81 children in the sample who were 5 years of
age or over at entry. (In subsequent revisions, the
PARS Il title 1s reserved for the adult version, and
the child and adolescent version is termed the
CAAP. See R. Ellsworth and S. Ellsworth: CAAP
Scale The Measurement of Child and Adolescent
Adjustment. Pslo Alto CA, Consulting Psycholo-
gsts Press, 1982 ) This measure, designed to be
adminizeered to & parent or other significant adult,
has & plausible factor structure, has good relsability
and discriminant validity, and has been used with
minonity poputations. The scuie was chosen because
of 1ts psychometric properties as well as its distinc.
tiveness in simultaneously including three dimen.
sions of particular interest in the study of chronic
illness: dependency, hostility, and withdrawa). In
addution, it assesses anxiety-depression, productiv.
ity, and peer relations. The final 28 items used in
this study were selected from the original 55-item
schedule developed by Ellsworth. The criteria for
selection included judged clinical relevance for a
populution of chronically 11l children, extent of
variation and discrimination of response 1n a pre-
test sample at our institution, and factor analyses
provided by Ellsworth. The psychometric proper.
ties of the scale have been replicated on the present
sample and a factor structure identical with Ejl-
sworth’s was obtained. The internal consistency of
the total score 18 excellent (a = .82).

Mother’s Psychwatric Symptoms For the purpose
of this study, the mental health of the mother was
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defined as ths variety and flexibility of emotional
Tesp and was m d by the i ity and
requency of maladaptive behavior using ths 29-
item Psychiacric Symptom Index,'®!! a shortoned
version of the Hopkins Symptom Distress Check-
list.}® Items reflecting groups of symptoms, signs,
and dispositions are included. Psychiatric diagnosis
is not implied, although the items may be consistent
with diagnostic entities. The symptom patterns
thought to be of interest were: anxisty and depres-
sion, anger/hostility (deemed especially appropri-
ate a3 it may be related to child abuse), and soms-
tization (especially relevant for Hispanic popula-
tions). These symptom patterns were selected be-
cause they occu? with significant frequency in non-
patient sampls, and because they are believed to
be related to & mother's ability to function in her
role. The instrument selected had been used previ-
ously with multiethnic disadvantaged urban dwell-
ers and it had a factor structure compatible with
the concepta of interest in this study. The structure
of this instrument was reexamined on data from
the current sample and the rosults replicated the
previously obtained findirgs for & lower class sam-
ple.” Reliability analyses using Cronbach’s « indi-
cate that the total score has high internal consist-
ency (a = .93) in this population.

Impact on Family. The impact on family scale is
designed to determine the negative effects of a
child's illness on the family. Foar dimensions were
theonzed as relevant and defined through factor
analysis and psychometric procedures.' There is
total score and four subscores The total score has
a Cronbach's a of .88.

Functiona! Status Measure & functional status
measure, developed specifically for this study, is
desigred to tap variation in function among chil-
dren having a wide vsniety of chronic conditions
and to be sensitive to minor differences in function
within a given child over time. The goal of this
measure is to describe the morbidity status of the
sample. Functional status is defined as the capacity
to perform age-appropriate roles and tasks. It as
sesses behavioral responses to illness that interfere
with normal social role perfurmance. Sten and
Jessop® have described the development and vali-
datwn of this measure elsewhere. The score used
here 1s the general health status score for children
9 months of age or older.

Comparability of Treatment Groups

Comparability of the home care and standard
care groups at enrollment was determined for so-
ciodemographic variables and 29 scales and sub-
scale scores using standard x? tests for ordinal and
nominal variables and two-tailed ¢ tests of duffer-
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ences betwesn means for interval level variabie,
As there were losses from both treatment groups,
the equivalence of the treatment groups was also
determined on tims 1 enrollment data for choes
who were retained in the sample to time 2 and time
3. There were no significant diffsrences on time 1
enrollment data between either the sntiis PHC and
standard care groups or between those retained in
the study and those lost, bayond those that could
be expected by chanes, for sither characteristics of
the children, their caretakers, family structure, so-
cial context, or pretest scores.

Data Anelysis

All data for home care and standard care groups
are compared on the §-month (time 2) and 1-year
(time 3) outcome measures using standard analysis
of covariance (ANCOVA) procedures with the pre-
test data as the covariste and looking at the signif-
icance (F test) of differences between adjusted
mean sccres. The homogeneity of regression as-
sumptiorn: was tested in all analyses. The Statistical
Package for the Social Sciences (SPSS) programs
were utilized on a DEC20 computer system.

RESULTS

The analysis of covariance resuits for the com.
parisons of the home care and standard care groups
are summarized in Table 2. The pattern of the
means within groups over time also allows for de-
termination of whether or not there has been im-
provement on & given variable.

Significant differences between the groups at
time 2 are found for the mother's satisfaction with
the child’s medical care and the child's psychologi-
cal adjustment, with more improvement in home
care on both variables. A diffe significant at
P = .07 is also obtained between the groups ‘or the
mother's psychiatric symptoms: mothers in the
home care group showed improvement while those
in the control group grew more symptomatic. There
is no diff b the groups in the impact
of the illness on the family or the functional status
of the child, with the decline in impact scores and
increase in functiona) status scores indicating that
both groups improve in these areas over time.

The pattern of significance at time 3 (1 year)
replicates that at time 2 for satisfaction with care,
impact of the illness of the family, and functional
status. The results for the child's peychological
adjustment are sigrificant at P = .08 at time 3 for
the whole group comparison. At time 3, there is no
difference between the two groups with respect to
the mother's psychiatric symptoms, with both
groups showing improvement by the final interview.
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TABLE 2. Effects of Pediatric Home Care Analyses of Covariance®
Measure Time 2 (6 mo) Tize3(1yr)
_ Standard Care  All Hcne Care  Standard Care  All Home Care
Sstusfaction with care
Pretest 32432449 3195384 32432449 3195+ 384
Unadjusted posttest 3196 £ 4.05 3290+418 3216+4.28 3312 4.00
Adjusted posttest 31832348 3303359 32060+352 3325:331
No. of children 81 93 81 93
F 4.933 657
Significance of F 28t .016¢
Chuld’s psychological
adjustment
(children 25 yr)
Pretest 6584 £ 9.05 6694921 658(+£9.05 6694921
Unadjusted posttest 6559+992 €9.76+79%9 6511+982 6897%7.95
Adjusted posttest 6593+ 767 69392610 6339821 6866664
No. of children 37 33 37 33
F 4349 3240
Significance of F 041t 0764
Mother's psychiatnic
symptoms
Pretest 234421540 2646 £16.73 2336+ 1532 2646 16.73
Unadjusted poettest 234021724 2328 +1584 2069+ 1555 24.58 + 16.23
Adjusted posttest 2476£10.08 2212£9.27 2188+ 1064 2354 1111
No. of children 81 93 81 93
F 3.237 980
Sigmificance of F 0748 324
Impact on family
Pretest 4703763 4869 £894 4703+ 7.63 4869+ 894
Unadjusted posttcst 4396733 4627+£791 4268+ 7.90 4504 £ 8.66
Adjusted posttest 44522534 4579576 43232612 4456+ 6.71
No. of children 81 93 81 93
F 2190 1.783
Significance of F 141 184
Functional status: gen-
eral health (chil-
dren 29 mo)
Pretest 7573+ 1625 758721891 75.73£16.25 76.87 £ 1891
Unadjusted posttest 8114 £ 1579 80.24 1614 81481579 8057+ 17.02
Adjusted posttcst 81161425 8021 £1456 81.67 14.35 80.40 1547
No of children 66 76 66 74
F 154 247
Significance of F 696 620

* Values are means + SD.
t Significant at P < .05,
$ Significant at P <10,

The onginal hypotheses are outlined in Table 3,
and the last two columns show whether ths hy-
potheses are upheld at 6 months and 1 year. As
indicated in Table 3, the hypotheses are upheld
with respect to three of the five variables at both
times {satisfaction with care, child s paychological
adjustment, and functional status) and an addi-
tional variable (mother's psychiatric symptoms)
which approaches significance at time 2. As was
hypothesized the children and families in PHC do
better than those in standard care on satisfaction
with care, child’s psychological adjustment, and
lessened maternal psychiatric symptoms, while

ERIC
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there is no difference between the grouns in the
functional status of the child The consistency of
the findings across time for satisfaction with csre,
child’s paychological adjustment, and functional
status strengthens the results, as does the fact that
the results occur in confirmation of the hypotheses.

Not all the children assigned to th experimentul
group received & year of home care services, a factor
that could potentially affect the findings. Thens-
fore, these analyses were repeated eliminating (i)
those children randomized to the experimental
treatment who failed to receive it because of failure
to connect with the PHC team (N = 13) for both
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TABLE 3. Hypotheses and Results of Pedistric Ambu-
latory Care Treatmeat Study

Varisble N Hypothesss®*  Supported
Tinw2 Time3

Satisfaction with 174 HC>SC  Yeet Yoot
Ccare
Child'spsycholog: 70 HC>SC Yest Yos
adjustment
Mother's peychi- 174 HC < SC Yesd Noi
symptoms
Impacton family 1738 HC<SC No§ Nof
Functional statue: 142 HC=SC Yee} Yool
general health

* Abbesviations used are: HC, home cars; SC, standard
care.

1 Significant st P <.065.

$ Sigrificant st P <.10.

§ No significant difference.

the 6-month and the 1-year analysis and (2) those
who were discharged from the home care service
prior to completion of the 1-year interview (N =
27) from the i-year analysis. In s repeat analysis,
restricted to those children who actually received
the experimental intetvention for the time period
baing evaluated, the patterns remain very similar.
There are no significant differences in the impact
of the iliness on the family, the child’s functional
status, or the mother's peychiatric symptoms, and
there are significant differences favoring home care
in both satisfaction with care and in the child’s
psychological adjustment. Analysis of the child's
psychological adjustment limited to those children
retained in the experimental treatment for the full
year suggosts s dose-related effect. The difference
between groups in the child's psychological adjust-
ment st 1 year is significant at the P = 026 level,
and while those children retained in home care for
1 year had slightly poorer psy chological adjustment
than other children on their pretests, they had
higher scores than all other groups of children st
completion of the 1-year treatment.

DISCUSSION

The secondary eequelse of chronic illness have
been cited as the cause of considerable morbidity
among children.? It is therefore important to con-
sider therapies that may minimize thess sequelae
and msximize the potential for the child to thrive.
Many have called for the chronically ill child and
his family to receive the services of a generalist who
serves as ombudsman, advocate, care provider, and
counseloz,!*'* and some have suggested that chil.
drenwith chronic conditicns should receive services
11 special comprehensive care programs.!* It 1s clear
that cousiderable portions of care are omitted in
existing specialty service arrangements, ™ even
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when those are intended to be multidisciplinary
and comprehensive.®

The PHC program svaluatéd here is one model
of the type advocated by Messenger and Glisdman**
and fulfills the basic criteria outlined by the re~snt
cunference at Vanderbilt on primary care for chil-
dren with handicapping conditions.™ It is unusual
to be able to assees such a service ‘n an experimen-
tal fisld trial and perhaps even more striking be-
cause the experimental evaluation occurred after 8
years of program existence, dusing sdministration
by its third director, at a time when none of the
original staff was involved on a full-time basis, and
when there was considersble staff instability.
Therefors, this is a program evaluation conducted
in a real-life situation which is least likely to pro-
duce an artifactual improvement in outcome. More-
ovez, the research itself had affects that disrupted
some of the usual procedures of the program and
were percsived by the PHC staff as minimizing
their effoctiveness.® Thus it appears for several
reasons that thess findings may be an underrepre-
sentation of the true effects of such an intervention.

Despite these real and potential limitations on
tha detection of improved outcoms, the experimen-
tal group did have significar'y greater benefits in
two and possibly three important areas (satisfac-
tion with care, child’s psychological adjustment,
and pomidly mother's peychiatric symptoms).
These should not be minimised for several reasons.
First, the significant differences are in the direction
predicted by the hypotheses. Second, satisfaction
(sometimes viewed as “soft” outcome) has been
shown to be related to compliance with medical
rezimens and hence may be an important variable
in predicting improved medical outcomes for those
health problems in which benefits of biologic treat-
ment can be clearly documented (sg, control of
diabetes). Unfortunately, not all therapies in com-
mon usage have demonstrated efficacy. Interest-
ingly, this improvement in satisfaction
despite the absence of a differential improvement
in health status which has been associated with and
thought to explain better satisfaction in previous
studies.® Third, the child's psychological sinat.
ment could only be measured for the 70 zaildren §
years of age and oldes at all time periods. This
reductivn in sample size would lessen the likelihood
of finding significant differences between the
groups.

In the area of impact on family no differences
were found between the groups; while 8 error cannot
be ruled out, other poseibilities exist. One is that
families may not be able to attribute changes in
family life to a child's illness. ™ Alternatively, the
support offered by the program, which may lessen
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impact, may be masked or offset by the increased
burden of caring for the child and doing mcre
medical ard nursing tasks at hore, something that
was documented to occur.

Questions can be raised about both the choice
8 direction of the hypotheses. For example, the
third hypotheis posited that there would be no
differerce between the groups on functional stetuss.
'I‘boouknpﬁulotbommfnndthtitmi;ht
be unsafe and hence thought children would get
sicker in this service. Therefors, this variable was
intmdwoddntomivchmmthnmhmoﬁect.
ifpmont,mldbedmcted.ltmuwﬂhoqht
that & program of the type outlined sabove could
ensure improvement in physical health status with
many of the types of conditions included.

Ideally, one would like to know the pattern of
utilization of medical care by those in the home
care and standard care groups and determire
whether the greater effoctiveness of PHC in pey-
chosocial aress is achieved at greater, equal, or less
financial cost than standard care. Although some
data regarding utilization remain to be analyzed,
themtunottheutﬁuxinwhichthemxdym
carried out, which bills on a flat-fes basis, precludes
on optimal assessment of true costa,

An obvious next question involves ths identifi.
cation of the effectiva ingredient(s) in the PHC
program, an issue that cannot be slucidated by the
present study. A decision was made prior to the
initiation of the study to focus efforts toward de.
termining whether the program as a whole had a
differential effect, rather than on defining or quan-
tifying its components. This focus was, in large
measure, prompted by the general absence of mea-
sured effectiveness in studies of comprehensive in-
terventions and a desire not to unduly diarupt the
program and nndermine our ebility to find effocts
where possible. Nevertheless, it is now important
to determine the cause of improved outcomes when
they do exist. A possible explanation of improved
satisfaction may be suggested by recent work of
Breslau™ who has shown that continuity of care,
such as that provided by the home care service,
improves satisfaction among families of chronically
ill children more than it does among families of
well children,

A key issue is whether home services are an
effective component of the intervention, and if 80,
whether they are subetantively important or sym-
bolically important because of the interest and con-
cern manifest by their inclusion. Larson®' suggests
that there may be critical periods when home vis-
iting may meks a difference. He showed that home
visits initiated prepartum were effective. whereas
visits begun after the birth of # child have less
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effect. One wonders whether visits surrounding a
child’s iliness may occur in a similar sensitiv KD
riod.

It is intriguing that a result of this programmatic
outcome is improved adjustment of the chronically
ill child and th.t this occurs in the absence of
significant differential improvement in the por-
ceived impact of the iliness on family. In the face
otthhlxkotdiffombttmn!homin
impact on family it is not possible to explain the
improvements that did occur on the basis of a
generalized enhancement in perceptioa of the fam-
ily's well-being. Similarly, the child's improved ad-
justment is not accompanied by a report of better
uverall health status as reflected by functional sta.
tus. The accentuated improvement in the child’s
peychological adjistment among the group receiv-
ing a full year of home care also warrants further
exploration. Additionally other analyses will deter-
mine for which subgroups of children (defined
either by demographics, diagnoses, or other rele.
vant parameters) the program was most and least
effective. While many questions remain to be an-
swered, this study documents that a comprehensive
service for children with serious ongoing health
problems does have measurable benefits and these
improved outcomes warrant further investigation.

ACKHOWLEDGMENTS

Tbismmhmuppomdbytbolenmntol
Healch and Hurr.u: Services, Maternal and Child Health
Crppled Children Services, MC-R-360402 (Social Secy-
nty Act, Title V) Grant.

The zuthors thank the Pediatric Ambulatory Care
Trestment Study (PACTS) consultants, Jack Elinson,
PhD, 1 Barry Pless, MD, and Elmer Struening, PhD, jor
their consisiently helpful advice and support. Thanks are
als0 due to Richard Peterson for amistance in data anal.
ymnndzoMimdeJuu-mdLomuRoyno!chfm
processing the manuscnpt.

REFERENCES

1 Plese !BbMRo;hmmn bK“J.dCh:o‘hn:.d!neu and its conee.
quences. Tvations on epidemciopic surveys
Pediatrics 1971,79-351-359

7 Plese l%auemwwp Chicago, Yo Pueonter Pro.
moting ustment. sa7 Book Medical
Publishers, 1975

Starfield B, Pless IB: Physical health, in Brim 9G J1. Kagan
3 (os). Constancy and n Human

Cambi~dgs, Harvard University Prees, 10680, Pp 2723
Josscp DJ, Stan REK: in -'t;ppon of & noa-

©

-

2]

Stain REK. Jessop DJ A noncategorical spproack to chrone
childhood iiness  ublic Health Rep 198297.354-362
Sten REK. Pediatne bome care: An ambulatory specual care
unit. J Pediotr 1978:92.495-493

L3

241

. oy
Lulwedit, st ’,eé 5{%

. .
e s miTEA,

oo aft,




ERI

Aruitoxt provided by Eic:

7 Stmn REK' A special home care unit for care of chronscally
i chaddren, in Bryce M, Lioyd JC (eda): Tresting Famibies
11 the Home An AL to Pl Spaingfeld, IL,
Charles C Thomas Publisher, 1961, pp 313-326

8. Cronbach LJ Coefficient and the internal structure
of tests. Prychometrihe 1961;18.297-334

9 Ware JE, Wright WR, Sayder MK, ot al. Consumer Precep-
tions of Health Care Services: Impls the Aced
Medical Community Sante M>nice, CA, Rand Corp, 198

10. Pearlin L, Lisherman M: Social sources of emotional dis-

o N “

a peychistric symptom index
population. Prychol Rep 1076:29:1216-1228
12. Lwaﬁ&l!ﬂh!(.&ﬂl Lotnll:;a"“mdm

14 Swin REK, Rissems.. TK: development of
on family scabe: findings. Aed Cere 1900;
18465472

8i1

Rattle CU The role of the pedistricitn sa otabudaman in

the halth care of the young handicappd child. Pecstrics

1972:50:916-922

17 MIB.WRV“VMD:DM uplice-
tion and neglect: Patterns of care for children wit's chronic
dusordert. Child Care Heolth Dev 1978:4:9-19

18 Steichsusr PD, Mushin DN, Grant QR: icsl ae-

Pedsatr Clin North Am 1974:21:825~

pacts of chronic Winess,
840
19. M KP, Gledman J. Med and hand
promise 1n search of a national j in Gl
J, Roth W (ede): The Unexpected Minonty Hand.copped

242

236

Chotdren in Amenca. New York, Harcourt, Brace, Jovanov-
ich Inc, 1980, pp 387-411

20 Palfrey JS, Lavy JC, Gilbert KL: Use of primary care
faciliti N ding apecialty clinics. Peditrics

1900,65:567-572
21 Pless IB, Satterwhite B, Van Vechten D: Chronic hiness in
childhood: A tegional survey of cere. Pedietrics 1976,5837-

@
22. Stein REK, Jee0p DJ, Risssmen, CK: Health care services
received by children with chronic ilnsss. Am J Due Child

tion and reb

1981;19:127-160

. Breslsu N: Continuity ressamined: Differontial impect oa

satisfaction with medical care for disshied and nermal chil-
dron. Med Care 1982:30:347-380

nmv.wmww:whw

p to eedical acvics. N
Erngl S Mod 1900280535540
N.MEMMM&VMMM
‘amilies. Minneapolis, Merrill,

7

F Bobbe- 1983
30. Vance JC, Pasan LE, Setterwhite B, ot al: Effects of ne-
MMuMWAmM.M

otncs 1900,65:948-965

31 Lasson CP: Efficacy of preaatal and postpartum home visits
on child hesith and Podsotrics 198C86:191-
1w

+

LR

2t

CIRIL YUy

S wn et

dn s

. waas e

g s -




E

Aruitoxt provided by Eic:

Health Care Services Received by
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sunh y-affiioted ipal hospital
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0008 the sxtent 1o which thelr children
recelved heslth setvices. ilost families
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Dewminlng actual health needs is
not & simple matter for the popu-
Iation at large* and may be even more
difficult for children with chronic ill-
ness, 1t can, however, be assumed
that children who experience chronic
physical jliness and their families have
many medical needs beyond those of
children without auch conditions. In
addition to the ordinary care of well
children, children with chronie physi-
cal conditions may require technically
sophisticated and specialized services.
These include ancillary supports to
help deal with psychosoctal issues that
surround the physical condition and
hav- implications for the present and
future lives of the child and the family.

In 1974, Kanthor et alt outlined nin¢
elements of service that seemed to Le
neceasary in the care of children with
chronic illness. Although these ele-
ments were assumed to have obvious
relevance for the proper care of chil-
dren with chronic conditions, their re.
port demonstrated that many of these
services were not being received by
families whose children were enrolled
ins regionalspina bifida center Later,
Pless et al’ demonstrated similar gaps

in the care of 2 group of children with
arthritis at the same medical center.
Palfrey et al* aubsequently ahowed
that many children who received care
in four apecialty clinics of a mafor
urban children's center lacked
careservicesand had additional health
problems and aymptoms that had
never been mentioned to the subspe-
cialists. However, to our knowledge,
there have been no atudies that docu-
ment the patterns of care in commu-
nity-based facilities, which frequently
deal with children who have a diverse
range of conditions. Moreover, charae-
teristics of the conditions that may be
associated with lack of care have not
been identified,

The purpose of the present report s
to assess the types of services received
by children with a wide range of
chronic conditions who obtain their
care in a large urban community hospi-
tal to determine the following: (1) the
frequency with which mothers report
that their children receive each type of
care outlined by Kanthor et al* from s
health prof 1, (2)the elements of
care obtained outside the health sys-
tem, (3) the types of care that mothers
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believe they need but are not recsiv-
ing, and (4) charscteristics of the con-
dition that correlats with receipt of
care,

SAMPLE

Included 200 chiidren who

during the period from June 1978 to Jane-

typical of 8 large municipal conter.
Critaria for Inclusion tn tie study were the
of 8 physical condition that leasted

The sample
mot eligibility criteria for a longitudinal
study of chronic childhood {lnees con-
ductad by the Dirislon of Pedistric Am-
balatory Care, Albert Elnstein College of
Medicine, Bronx, NY, and who were seen

three or more monthe or ite'ed

and, In Jome cases, 88 many s nime. Al
Toquired care at home beyond that of well
chlldren, aa measured by aa overall burden
tndecx, which is deseribed further.

The seciod POAY clotios of

thesample are given in Table 1, The sample
was ontirely wrbes, poec,
aposed largely of minority grewp

poriod of continmous of at
least one month,' age younger than 11
yozrs, residence in the Brous, need for care
beyond that of s well child, sad receipt of &
portion of care through one of the affilisted

hospitals of the Albert Einetein College of
Medicine. Additionally, the child could not

‘irne of entollment {a the study, before the

Table 1.—Demographic be ly or ty ded hadto imerventien. The study by Kanthor and
Charsciertstice of 209 Families be expected to Live for the durstion of the WNM-WW‘.
ot Encoliment in Pedistric stuly yesr, and had tolive in an English- or which spesified topics wers covered In an
Ambulatory Care Treatment Study S| household, Only ome Open-ended manner. In the prosent study,
child per amily was sarclied in the study. {aterviews were structured, requiring the
interviewer to read wach question exactly
Domepraphie Charasterietie % Bilingual female interviewers recruited - " prol
Aace/evnicity wyut:?mmwmw written, an:w”'
Heoanic p All were in- wm.ﬂ'u‘l“lm:.";
Biack cuded who came to the attentlon of the  Interviews were
Other 13 | eearch staff, met the eligibility eriteria  1ay bilingual ictareiewers in sither English
Farey oo for the study, and completed the enroll-  OF Bpaxiah ~dng interv ~ waterisle
Both parents ‘s udy, ol ——
Mother 8l ment procedures. A coneent form spprved  Pared WM e
MOthar with Ofher Schlt 13 by the inatitstional review commuittee was  Chosethalanguagein which they
Other 3 slgned by each mother. comfor adis, and all interviews were tape
”’:"“wm n The sample was beterog with re.  FecOrdet material was
88 0000 000 3| spect o dlagnos The 200 chidren had Hplast the e reording, toded
239 000 2 more than 100 different conditions. These  bY 8 bys
Source of income disgnoses included, but were not limited  $4cond staft member.
Sesistance 58 to, ssthma (N=76), selsure disorder In the present study, respondects were
NO PUBIC 88818tance :3 (N =26), bemogloblnopathy (N=13), con- ssked structured about each of
s genital heart disesse (N =T, malignancies d‘htuu.-mlmdhmmwm
Other household Mmember employed 58 (N=6), dlabetes mellitus (N=5), and & thor et al.t These are given in Tabl, 2. Two
household mismber unemployed 45 variety of congenital anomalies, such as dmhmfw::mw
Lavel of educstion of mother i locelamydrocephatus (N=28) ¥ future planning, comblaed
<High achool gradustion £ and billary stresis (N = 6). More than half of into ome item (No. 3). A ninth & va included
Then L “ tte children had two or more conditions by Kanthor and associates, namely, evales-

tion and treatment, was excinded frem this
analysis because eardier studles® have
d ted that virtually all patiests

Table 2.—Health Needs and Questions Asked

had received this type of care and because

2 Coordinstion Dove this provider maks &/7angaments i the chitd Needs 10 06e &
spacialel Of talk 10 Other 808NCIes, 80, $Chosl, day-Care Conter,
medicaid, N that s necessary?

3 General sivice ommnwnwumumwwmww
o 3 Sehevior L'
10 sxpect later In chiidhood of sdulthood?

4 Famely risk mmmmmmnmmmh
P!Uﬂyumwhmwm‘l

§ Listen 10 concernd

Dose anyons beten 10 your coNcerns sbout your ohitd and
Undersiand the probieme cs raleing & chikd wih an Cineea?

Has the childs iiness been explained 10 you?

15 thers S0MeONs you 0O 10 whan the child has & Jever or an sar
infectinn, of something ke that?

& MHealth care maintensrce mmmnmwmwmuw

@ Expianstion of iknees
7 intercurrent iness

Gevelopment, sating patiems and ¥ungs ke that?
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of the compl of g adequacy of
Ares Question luation and t in & populatl

1 Uswal sowce of care Is thers 8 pLace you Lewalty g0 for Cre M & PArLCUAS Person you with heterogeneous diagr.oses.
usually 900 there? The mothers of patlents who reported

recciving & given service were asked who
provided It. Probes were wsed to sscertaln
whether the provider was 8 specific health
care provider, (eg, geoer] pedistricies,
nurse practitioner, or subspecialist), family
member or frisnd, or & facility. [n instances
in which more than one source wes mea-
tioned, responess were tabulsted to include
both the first and second source of care in
esch of the eight aress surveyed. It was
assumed that being able to identify a spe-
cific person by name and/or professicas
role indicated & famitiarity with the persca
who provided care over and above that of
being able to name only the facility, eg, the
emergency room Sources outside the
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heilth care system were also recorded,
coded, and tabulated,

239

Twua.—wumwsmmusm

To avoid blasing responses, the mothers From Heatth Care System *
2ad been asked two open-ended quests % Somple Thett Roselve ¢ Sorvi
befors the portion of the interview that btohemt v wd L Who loonwtes
dealt with services the child received. Arre of Servies (N300 Individuel Provider
mldq hwlbwm % — o = s

Like to t taking care of Explanation of Anese 7
€hiMd or about the childy condition. Those  [— 2 2t o =
who indicated that there wss hing ey ry r
they wanted to know were asked what it
was. Codes were developed for Genural acvics? 2 L)
questions using Kanthor and colleagues® Listen 1 concerne . L]
baslc list of categories. Additla 1 codes Famital riek a 8

ware Geveloped for responses that did not

-mmuwummmmmmmwn

fit into preexisting categories. @ pect laker in chINGOG OF
RESULTS —
Roceipi of Services 4 —Peccentage of Patients Receiving Specific Arees of Service
From Heelth Professionals by Source of Service
Three fourths of the 209 mothers % of Putients
reported that they had a usual place to Hoolth
go for the care of their child within the Porsonnel,
health care system (Table 3) Ninety: Ares of Savios m ""'m:";:" ”"" nd A ™t
three percent identified a source of vosl o core P - ) ™
care for inumnl il Exg'hly E o F T ) r %
percent of the children had received n ry 3 3 )
health care maintenance services, and
Y o HeaXh carw mainienance bid 1 2 100
T8% of the families had been given an General
advice® 21 2 s 8 100
explanation of the child's illness. In
sharp contrast with these Lisin ko 24 s L . 180
d Famkial riek “ 3 5 “ 100

about traditional medical services,
only 23% of the families had received
general advice from those within the
health care system, and only 30% indi-
cated that someone listened to their
concerns. Approximately half of the
families reportsd having discussions
with providers about whether the
childs condition ran in the family
Thus, the majonity of families did not
receive these less clearly biomedisal
services,

A relsted issue 15 the source of
health care services and the deter-
minstion of whether the family re-
ceived care from a specific provider.
The third column of Table 3 indicates
the percentsge of fsmilies who \denti.
fied 8 specific person rather than a
facihity as providing eack, service. Only
26% of those who recetved care for
intercurrent illnc.s reported using a
specific provider, rather thanafaciity
for intercurrent ilinesses. A substan-
tial percentsge (34%) of those recerv
ing health care maintensnce alsoiden-
tified the source as a focility mather
thsn a person In other areas where
services had been recetved from the

Q
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*For explanation of genersl sdvice, see lootnote to Tabie 3

health care system, a speaific profes-
sional was usually identified by the
mother. W* ‘e only a small percentage
of the farr ies reported receiving ad-
vice. counseling, and future planning,
those who did report recelving theze
aspects of care tended to identify »
specificprovider, ratherthana facility,
as the esource of these services. A
consistent distinction seenis to exist
between patterns of care for the more
and the less traditionally biomedical
components of care,

Recelpt of Services
Outside ths Heatth System

The second 1ssue addressed was the
relative extent of help that respon-
dents receivid from within or outside
the heslth care system. The degree to
which the family identiffed a source of
assistance outside the health care pro-
vision system was assessed by rate-
gorizing responses, naming the fol-
lowirg- (1) health care facihities or
providers only, (2) family and frserd«

only, (3) both, or (4) neither (Table 4).
1t is striking that two thirds of the
respondents denied that anyone gave
them general advice. A third of those
who obtained such advice from any
source obtained it from family or
friends. Similarly, while 39% reported
that no one listened to their concerns,
another 81% reported that only
friends and family listened to their
concerns about raising a special child.

Additional Types of Services
Mothers D slred

It can be asked whether the areas
defined by phyalcians® bear any rela.
tionship to the types of assistance par-
ents of children with chronic fllness
think they need. Analyses of the open-
ended material preceding the strue-
tured questions disclosed that almast
three fourths (74%) of the respondents
had some difficulty understanding the
disease or wanted more information
about the condition. They reported a
denure for further explanations of the
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Todis § —F Qe of Patients Recelvh ,wmus«mrmmmwwmdwm
Globel Burdon Rating* Chinislons Oversll Dwr Jon indent
1 2 3 4 1] X *119  118e L d
1 Tyso of Sorviee Metr  ‘a83) (NeTd ¢i=31) Meil} (=48 P13 MNeTS) /M=) L4
Usutd provided 1] k] | ] & ] 12147 o bal [ ] 4.80 01
Gerrsl advics 14 -] 16 - o 1y fL 18 0 312 08
Forrihal tordoncy 2 4 ) L o 13 08 48 -] NG 00
Liston 10 OBROSMS b 19 n 43 20 B12 08 26 - .02 08
Expl of finess n ™ 3 K 1€ 7.4 1 74 _ R 58 A1
iterorren Bness (-] % ” 100 [ ] (2. o8 )] . E.) 33
Hoolth 0Ire MENSNENOH n " “ ” 100 312 n ™ L] o0 150
*Rangs of severtty fer global = Qow: 2 tve (high), thie giobel fve-p Y ohilgs
would igose On eny lermly.
1A he burden coused by g tesls, of far.. « OIS, ke

Progrosie,
Index, 118+, Ngh index.

rod thet
Mmdnmummd.mm

:r«wawm.umwma

illness (26% of respondents) and {ts
cause (219 of respondents), as well as
sdvice about what to expect in the
future (19% of respondents) and about
new medications and treatments (21%
of respondents). However, the most
often cited need (requested by 31% of
respondents) was advice about daily
mansgement of the illness ir, the con-
text of everyday home life Mothers
wanted to know “how to control” the
illness, what bnings on symp or

attacks, and “what to watch for * This
was not previously identified as 8 sepa-
rate need.’

To determine whether receipt of a
service reduces or increases the desire
for help in that ares, the respondents’
expreasions of aress in which they de-
sired help were examined according to
whether that type of service had been
received. The types ¢f services sbout
which parents were asked overlapped
Jnly partially with the list of types of
information that parents volunteered
they would like to hxve Cross-tabula.
uons of the items that xppear on both
lists determined if receipt of & given
type of service was associzted witha
continuing desire for that type of serv.
jce or conversely with s decrease in
need for helpof the same type. Compa-
rable categones were available for ex-
planations of illness. discuasions of
whether the illness runs in the family,
genera] advice, and sdvice on growth
and development, and the x test was
used to summancze the results,

The results indicate that parents
who have oeen given general sdvice by
someone are more likely thxn other

Tabia § — P 00 of Resp Having Received Each Specified Sen e by
Length of Knowledge of Disgnosie
Langth of KnewiedQe, e
o2 312 1300 w127
Type of Service (Net0)  (N=8t) (Nudl) (K=
| Usuel provider (1 =7 72, P 08) n (] e 0
Geoersl advice® (=3 11, P= 3T} 1. 17 Fed )
Famial wndency (=4 T3. P= 18} 4 4 M 2
Listen 10 concerns (P = 1 50, P~ 08} 2¢ N 29 P ]
Expienation of Siness (x! =9 78, P~ 08) 0 n [7] 74
Woses (= 95_P= 81) ) 91 [ '
Heolh care mainlensnoe (!~ t 89 P = 58) n ] ] 74
*For explanision of general 80vice, 40 f0otnole 10 Table 3
parents to want sdditional sdvice of tha condition or the length of time

about special schools and programs
("= 5.44, P =.02). On the other hand,
parents who have had scmeone explain
the lllness to them are less likely to
want explanations of the cause of the
condition than are parents who indi-
cate that chey have not had someone
explain the illness to them (' =348,
Pw.06). There was no relation be-
tween having received advice and

since diagncais. More severe condi-
tions and/or longer time since disg-
nosls may indicate mors extensive in-
teractions with the medica! care ays-
tem and allow greater opportunities
for the provision of different types of
avrvices, These opr - unities may ot
be available if the condition is newly
discuvered or occurs in s newborn.
Alternatively, help that is offered may

wanung help about bekavior probl

(x'= 00,P= 1,0) or things toexpect in
the future (x" = .64, P = .46). There was
al20 no relation between having some-

be received and integrated sele.uvely
byl.hehmlly;tdlﬂennmmulntke
course of the illness. The degree to
which health needs of children were

one perform health care
and wanting sdvice xbout develop-
ment, or between having someone ex-
plain the familia) risk and wanting
more discussion of it.

Corretates of Recelpt
of Heslth Care

Provision of help by the hexlth care
system may be related to the seventy

246

met was ined for children by look-
ing at these variables. The severity of
iliness was assessed by using two mea-
sures: (1) 8 summary burden rating
and (2) the Clinician’s Overall Burden
Index. The lat’er is & structured in.
strument that ~as develuped as part of
the present project to measure the
burden 1n & given childy care across
disease categones.! It sesesses the
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level of burden involved in a givea
child’s care and has an inte:nal con-

istency as d by Cronbachs
alpha coefficient of .70." Internal con-
sistency is commonly used as an esti-
mate of reliability.”

Children with highsummaryburden
ratings and high scores on the Clim-
cian’s Overall Burden Index received
care in virtually all of the hypothesized
aress more frequently t.ian other chil-
dren (Table 5). In both sections of
Tabie 5, the differences are significant
(P<.C5) in two instances. Differences
exist at the P=<.10 level in three other
instances when the control vanable is
the global rating and in two additional
instances when it 1s the Clinician
Overall Burden Index. Regardless of
the measure, the degree of burden had
no effect on the provision of health care
maintenance, s service received by
very high proportions ofthe children in
the sample. Neither does seventy, ar
measused by the burden index, have
any effect on the provision of care for
intercurrent illness.

The effect of length of time since
dragnosis was weaker and varied with
the type of service (Table 6). However,
it is noveworthy that the mothers of
patients with a longer time since diag-
nosis were less likely to report having
s usual source of care and receiving an
explanation of the illness Length of
knowledge of the diagnosis, like sever-
ity of condition, seems to have no effect
on the provision of care for intercur-
rent illness or health care mainte-
nance.

COMMENT

The presence of unmet health needs
in populations of children receiving
¢ re for chionic conditions has been
previously reported.*” However, pre.
vious reports hsve examined patients
with specific illnesses being treated in
well-organized prog in regional
centers or in specialty clinics. The pa-
tients in those studies represent o
cross section of socioeconomic levels.
‘the current study was conducted with
asample that was not insuch a specifi-

Table 7.—Comparative Data From Three Stulies Showing Percentage
of Respondents Reporting Services Not Provided by Health Professionals
Source, yr
Kanthor et 8l Peso ot al,?
1974 1378 Current Series
Ares of Service . (N=s) XY -
F1] = F23
Acute Kiness care k] 18 10
Health care maintenance 19 10 20
General advice/Tuture
planning® 71789 5184 n
4 220 k]
Genstic couneeling 48 o4 85
Coordination of eervices u 2 3 (medical),
L 76 (other)
*For explanation of general advice, see footnats 1o Table 3 General advios and fusure plenning were
©ombined inko one area in the predent study
and minority groupe. Table 7 =ompares port structures is a reflection of a lack

the findings of Kanthor et al* and Pless
¢ al’ with tho=e of the current study.
The bers in Table 7 indicate the
percentage of wothers who failed to
report se, vices in each area. Despite
differences in the study methods, as
well as saraple populations and sites,
and in the potential language and cule
tural barriers in this municipal hoopi.
tal setting, the current sample of pa-
tients seems to be receiving compara.
bl services in health education and
health ea1  mgintenance and some-
what more service in acute illness
care. However, as might be expected

of contact with the health care system.
However, this sample of patients had
close recent contact with medical care:
73% had been hospitalized within the
last six months, and most had been
seen within the two weeks before the
interview. Moreover, 76% of the moth-
ers reported that they had access tn
the childs health care previders by
telephone. Still, these mothers per-
ceived that many of their concerns
were addressed solely by nonprofes-
sionai sources.

The fact that respondents who
named! a provider also perceived that

1

from a comparison of a general popul
tion of children with chronic illness and
vhe population in comprehensively or-
ganized clinics, the patients in this
sample have been receiving less coor
dination and support. In gene.ul, the
similarity of the gaps in care is stnking
and suggeats that the earlier findings
may be generalizable.

The fact that family and friends pro-
vide a cignificant amount of advice is
an important issue that is often over-
looked by health professionals. While
family and friends are no doubt the
best providers of emotional and social
support, questions can be raised about
the adequacy of their knowledge as the
sole basis for advice. Specialized prog.
noatic and referral information may
not be available to them unless they

cally focused system, was het

are included in d with pro-
fessional 1 in the health care

neous with respect to disgncsis, and,
hence, was more similar to those pa-
tients found in community-based facihi-
ties They sepresent the urban poor

Q
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provimonreymm.
One might question whether a re-
liance on nonprofessional sociz) sup-

tened to their concerns or
gave advice suggests a relationship
between these aspects of care and the
personalization of aervices. This poses
questioss about the overall opportuni-
tiea for families to rajse fasues within
the health care system, as well s the
skills of - viders in listening and re-
sponding,  .ier et al* reported that
chronic illness and psychosocial issues
are among the most diffict.)t and anx.
iety-producing areas for house staff
and are also the least improved during
the internship. Pediatricians fre.
quently cite the desirability of deliver
ing comprehensive services to children
with zhronic illness; nonetheless,
there still seems to be room for consid-
erable improvement in the training of
pediatricians to perform these func-
tions and meet the needs of families.
1t is important to consider the rela-
tionship between the lack of certain
types of help and expressions of need of
parents The data suggest that the
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provision of some types of kelp, e.
explanations of illness, may eliminate
the perceived need for more help of
that type, while the provision of other
typesof help may increase theneed for
further types of assistance, je. advice
about the future and special programs.
and, finally, may not influence the de-
gree of desire for other typesof helpin
any way, ie, health care maintenance.
These findings suggest that fears of
delivery of services, leading only to
more demands for services, are not
well founded.

The observation that children with
the most severe conditions are more
likely to have received a variety of
services than those with less severe
conditions conform to clinfcal expecta-
tiona. However, these findings should

1. Schorr L, Haggerty RJ Background notes
on various 1o deli 'ering bealth serv-
ices needed by infants and cbildren, adolescents
wmmntwn.hh-&kﬁmlbﬂhc
Promotion of Child Healta (ed) Btter Hoalth for
Our Chsldren A Nahonal Strategy. US Dept of
Health snd Human Services, 1981, vol 4

2. Kanthor H, Pless 1B, Satterwhite B, et al.
Areas of resonsibility in the health care of mult
ply handicrpped childran  Pedisines 1974,
S.TTH-T8S

3. Pless 1B, Salterwhite B, Van Vechten D
Division, duplication and neglect Patterns o
care for ehildren with chronic disorders, Chud
Care Hoolth Dev 19784919

4 Palfrey J, Levy JC. Gilbert KL Use of

242

not lead to complacency. Sizable seg-
ments of even those children with the
most severe conditions are not receiv-
ing care in many of the areas of the-
orized needs, Moreover, in view of con-
cerns about the perceived vulnerabil-
ity of children with minor or past ill-
nesses® and the possibility that ehil-
dren with marginal ilinesa® are at risk
for peychosocial sequelse, there is rea-
son for concern about the lack of serv-
ices received by those children with
leas severe illneszes who ave perhaps
in as much or more need for some
services than children with the most
severe ilinesses.

The main conclusion is that children
witha wide variety of conditions do not
receive services in all the areas of
importance, Moreover, in this series,
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Tecaewons (613) 322.7311

Hay 2, 1985

Honorable George Miller, Chairman

Select Committee on Ch:ldren, Youth,
and Families

385 House Office Building Annex 2

Haghington, D.C. 10515

Dear Congressman Hiller:

fe appreciate the opportunity to submit written
testimony for the record of the Select Committee's hearing
"Famil:es with Disabled Children: Issuss for the Eighties, ~

The enclosed article summarizes the findings of a
study, "Public Policies Aff ting Chronically i1l Children
and Their Fam:ilies," that has been underway at Vanderbilt
University since mi1d-1980. our study deals with the
neglected needs of children with severs chronic :;ilnesses,
such as cystic fibroais, hemoph.l:a, lcukemia, and heart
disease,

Re believe that fresh attention to chrontcally jil
chiidren and their families from policymakera and
professionals in health, education, and health care
financing 1s timely for at least Lwo reasons. P:rst,
dramatic advances in medical technology mean that many of
these children, who died YOUNg in ¢arlier years, now survive
i1nto young adulthood. They are an increasing proportion of
the population in health care sarvices and schools, Second
children with severe chronic t1lnesses use a large portion
of the resources spent on health care of all children.
Chronic conditions account for one-third of hospital days
used by all children, and the cost of care of children with
severe chronic jealth conditions 1s triple the average cost
of care of other children. In spite of the heavy burdens
these children and families carry, their increased
prevalence, and the high cost of their care, the policies of
health care 1nstitutions, achools, gocial service and mental
health agencies, insurance companies, and other large
organizations have not kept pace with the needs of
chronically 111 children and their families
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The Vanderbilt study presents findings and
recommendations concerning policies in four areas:
organization and financing of health services, chronically
111 children in schools, training of professionals, and
research. We would be pleased to provide additional
information on these topics.

Thank you very much for Yyour interest in families with
chronically 111 children, and for your lesdership in helping

to focus public attention on them.
( //\ .
/\/W\

ames H Perrin,
Senior Research Assocute
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Chronically Il Children in America

NICHOLAS HOBBS, JAMES M PERRIN, HENRY T |REYS, LINDA CHRISTIE

MOYNIHAN, and MAY W. SHAYNE

ABSTRACT  Fxcenpts frem & Gl)-page peper catitled * Chroanally (1t
Childeen 19 Amersca Background aed Recommtedations * are proveded
The paper 11 the preliminary vipert of the Propect, “Pabln Polures Affecting
Chronscally 1{ Childeen and These Familins, * at the Conter for the Stud)
of Familics an/ Cildven Vanderbilt {mytirne for Publn Pelxy Stodns,

Natbuille, Teaw Excopts presented berr

Jocos on the bachgroand axd polxy

sts, while the waubrideed paper 1oclndes Aumersn) rocommendations

Background
Significance of the Problem

Childten who suffer from severe, chronic illness ate
1 neglected group tn our society  Theur suffeting, the
heavy burdens they and their families bear, the human
resoursces lost to us all ate matcers latgely unknown o
the genetal public Chironically 1l childten live out
their lives in 2 twilight zone of public understanding
As a consequence, our nation, ordinanily arientve o
problems of children and families, has lagged in 1es ge-
sponse to the urgene needs of childten with chiton
ilnesses

Eleven discases representative of the severe chironic
tlinesses of childhood have been exsmined closely ju-
ventle-onset diabetes, muscular dysteophy, cystc fi-
brosis, spina bifida, seckle cell anemia, congenital
heast dusease, chronic kidney disease, hemophilia, leu.
kemua, clefc palate, and severe asthma. The cleven
conditions serve 1s “marker” diseases, thac is, they
have characeeristics char make them represeneative of
the toral tange of such illnesses. Consideted sepa.
rately, each disease is relatively rare and occuts in 2
small percentage of che childhood populstion Tiken
all together, however, perhaps a million children are
severely involved and anothet nsne million have less
severe chronic illnesses. In considering a mullion chal.
dren with severe chronic illnesses, we also cefer indi-
rectly to at feast three million family members bur.
dened with caring responsibilities, affected by saxiety
and sometimes by guilt, strapped by unpredicted ex-
penses and possibly economic ruin, and facing an un-
cestain future that often includes che premature death
of the child.

Chronically 111 Chi'dren as a Class

Chronically sll ctuldren can be considered as a class
for the purpose of organizing sérvices and allocating
resources The special needs of severcly and chronically
ill chldren and their families cannot efficiently 2nd ef.

ERIC

Aruitoxt provided by Eic:

fectively be met simply by extending to (his gtoup
policies that are efficient for children with routine il
nesses, with acute ot even fatal illnesses, with seable
handicapping conditions (such as mental retardation),
or with mild chronic ilinesses such as allergies, tcan-
sient asthma, and minor gastrorntestinal problems,

For several reasons, there has been # tendency to re-
gard each chtontc illness separately. Among the rea.
sons ate the physiological diversity of che diseases, (he
vatiarion in the expected length of life, and the diver.
sty of trearments A result 1s that cach disease has us
cotps of specaalists, 1ts affiliation wich specialty
chinical centers, its advocacy group. and its champions
in the Congtess and state legistatures, each competing
with the ocher for scarce funds.

From a policy perapectve, however, the diseases
have more in common with each other than they do
with other illnesses of childhood, We emphasize chat
not always, but in general, severe chronic illnesses of
childhood share the following characteristics. Most of
the dusenses are costly to treat * cece medicel creats
ment coses, including hospita..ation, may eun high,
and long-terns care may be costly, too: blood and
blood products, insulin, sytnges, specil diess, drugs,
orthopedic devices, poruation, long discance rele-
phone calls, oxygen, control of environmental tem-
perature, glasses, hesring aids, special schooling, and
nursing cate provided professionally or by famaly
membets and friends Most of the diseases requirc care
over an extended period of tme; thus costs mount
steadily. In acute disesses, costs may be high but for a
short period. By contrast, severe chronuc illnesses have
both periods of brief high cosrs plus the continuing
€osts, never low, for a long period of time. The costs
of these diseases may be so grest that a family can be
made bankrupt, insurance may be impossible to ob-
tan, and employment opportunities for parents and
finuly membets may be sevesely curtailed.

Most of the discases require only intermittent med:-
cal care, at the ume of dingnosis and the establish.
ment of a trestment regimic, st subsequent rourine
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About the Report . . .
C ONSIRVA LIVL. estimases indicate that out il

loon children and teen-agers hat= u severe dhront
diness Perhaps fiue umes as man) bave come degree of
chronss dltness or duerder The burdens on childeen wuth
severe. lengeterm dllnestes and on thur familves can be
mmense

To examine these b . a major IRpestig uss
undertaken gy Vandeebilt Universuty The project.
“Public Polsctes 1.ffecting Chronscally 11 Children and
therr Families,” was 1nistased 1n July, 1980 The
project addressed 1hese broad quesiions whds are she pol-
teysrelevans needs of chronscally 1ll children and sheir
Jamtlies, and what are the major eshucal, poluscal, and
cconomuc forces thar thape these programs? Whas might
be done so make existing policies work, and whai new
policres might be developed for a reason.ble. resourcescon-
strawned, public response 10 she needs of chromucally 1l
children and their families?

The project sclcsed 11 spectfic diseases and driorders
to examme closely puventle diabeses. muscular dysra-
phy, cysuc fibrosss, Ipina befida, stcklescell anemua, con-
gentral beart ducases. chromic kedney diseases. hemo-
philia, lewkerma, clefr palate and asthma These are
inrended 1o vepresent the wade saviery of Chromu chuld-

21

bead thenes Dhe audy alve examned exssung and
proposed publee peograms that affest these children, 1ne
duding Lale NIX of the Socral Seunty Aa, 1he Edue
witon for All Handuapped Children Act of 1975, the
Davelopmentully Disabled Act of 1975 and Amend-
ments of 1978, and the Masernal and Child Health
Block Gram

The study hud the benefis of several advisory and con-
sultatie grovps. including @ Naiional Advisery Com-
musee, a of hers deing empirical work
on chronee childbood 1l « Washington-based fed-
eral inseragensy panel, a group of nattonal disease-ors:
ented volumary assaciations, and an infcrmal group of
parents of b Iy il children. In additton, approx-
imately 1) papers were Commissioned [rom experts on #
wrde vartery of 1opics. including specsfic disordert, pro-
/e ! services, p , the hutory and curremt
status of public and privaie programs, and financing of
bealth care for chronually 1l children.

The overall goal of the projuct was to develop pucifis
cattons fo a national policy vspomtive to the needs of
chronnally il childven and sheir families. While the
project addvessed current federal and nate government
imitialoves 183 Primary vaniage point permiss a long-

term perspecdine

checks, and 'n periods of ¢<nisis Thus the daily borden
of care, day after day, week after week, year after year,
fails on the famity Our society 1s arganized to take
care of many kends of handicapped people. young and
old. but not the chronicaily i child  Formal resources
for the daily out-of-hospital care of such children are
almost nonexistent

The future course of all the discases 15 highly unpres
diceable. The uncertainty thus generated creates great
psychologicat problems for the child and his family
Most of the diseases are sccompanted by pain and dise
comfore. sometimes beyond appreciation by the nor-
mal individual  Furthermore, most of the diseases re-
quire treatments that n themselves are arduous, often
patnful

The 1ntegrazton of medical care, not normally a
probiem, takes on seious proportions =hen severe aed
chrontc tliness of children 13 1avolved  The integiation
of primary, secondary, sad teruary care 13 essentrally
nonextstent Premary care physictans uncommonly sce
2 child with esch of the marker diseases There may be
difficultres in esrly identification and referral, in al-
location of responsibility for continving care, and for
coordination among health providers and schools

Some states provide creatinent for sickie cell disease,
some do not. some provide treatment for the com-
phications of diabetes, others do nut, thus requiring
patents who are fortunate covugh to be iaformed to

O
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ove o communities where there are tertary care
centers or to states thae have polecees providing as-
sistance to children with parciculsr diseases And our
nation a5 a whole stmply docs not provide, st x cost
manageable by most parents, the resources it takes to
treac 3 child with a severe chrontc tliness.

Advances 1n Health Care snd Public Programs

Dramatic progress has been made in preventing
some discases, tn bringing othecs under st lesst 2
measure of conteol, and in actuslly curing some chil-
dren wich cecean diseases that were formerly inca-
pactcating or lethal Much of the progress has resulted
(rom research lesding to new knowledge and from
technological develop s leading to tmproved treat.
ment techniques

Exampies of schievements tn &cquifing krowledge
and then 1 putting that knowledge to work through
cnlightened public policies are. the discovery e 1922
of tnsulin, cnzbling the control of juvenile diabetes,
research at mid-cencury leading almost to the climina-
ton of three major disabling condstions of child.
hood—paliomyelstas, tuberculosts. and rheumatic
heart discase. peogress within che last cwo decades i
tecattog renal disease through transplancs and dualyss,
development of surgical technigues (o alleviate some
heart condittons and peural tube defeces, sdvances
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the treatment of leuhemia wieh cbemecal and radiacion
therapies, crzatnent of hemophidia with the develop-
ment of cryopreapitace, development of means t de-
tect various feeal anomalies 1 atero making early anter-
vention possible, and genctic typing and coonseling
which can improve family planning and reduce the tn-
crdence of some chronic ilinesses of childhood
The scientsfic and chinical achirvements have besn
paralicled in many inscances by the development of so-
cial structures They include the esiablishment of the
Crippled Children's Service 1n 1935: mandatory 1m.
ion against pol lites and other childhood
illnesses including public expend:tures to insure avail.
ability, reimbursenient for heslth care for children
through Medicaid, Supplemental Secunity Income Dis-
abled Children‘s Program, and Medicare (for end scage
renal diseasc treatment), che Developmental Dis.
abilsties Program, extended in the lster 1970's to tn.
clude children with severe and chronic sllnesses; Pub.
fic Law 94-142, the Educauinn for All Handicapped
Children's Acc, which includes chronically sl childrea
tn 1ts defintcson of handicapped children, basic bio-
medical research on severe chronic childhood ilinesses
through the Natioral Institutes of Health, and regis-
ters to determine correlations between environenental
hazards and birth defects and chronsc ilinesses

Chronicity and Severity. Definstions

A general defintion of chronic sliness 1s & condstion
which interferes wich dasly functioning for greater
than three months tin & year, causes hospitalization of
more than one month n & year, or (ac t1me of diag-
nosis) 1s likely co do so,

While the meaning of chronicity can be rather cead-
ily agreed upon, defining seversty is a much more com-
plex matter. There are simply no good ceference pornts
chat find ready acceptance. For some of the chronic ill-
nesses here considered, chere is a strong inclinacion
among physicians to ccfuse co assess severicy ac all, ac
fease not on a physiological basis. For example, either
a child has juvenile-onset diabeces or he hasn'c, and
how well he may be geccing slong st any particular
ame 15 more & reflercion of che quality of care and
compliance rather than of severicy.

For the purposes of chis inquiry into public policies
affecting chronically il children and their families, we
sdvance five critera (o assess the sevency of smpact of
an illness, n additson to avatlable cricersa of phys-
tologic sevency:

* The sllness places a large financia! burden on the
famuly For che discases considered here, out-of-pocket
medical cost may exceed ten percent of family income
after caxes,

* The diness significantly restiices the chid s phys-
ical development Many of che children here consid-
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creid will be well belaw narmal heggbt and weight as
the resule of the iness,

* The diness ssgnificantly tmpairs che abiliey of the
child to engage in accustomed and expected acuviues,

* The diness contrnibutes significantly to emotional
problems for the child as expressed in maladaptive
COpINg straicg:es,

* The illness contrsbutes significantly 1o the disrup-
uon of tamily life as evideaced, for example, tn in-
creased martal friction and sibling behavior disorders

Defining chronicity and seversty on a generic basis
t0 segve public policy purposes 1s hazardous. The defie
nitons we propose emphasize the socsal impacts of the
diseases in an effore to broaden rhe convencional dis.
case-oriented defintions  Perhaps mosc important in
considering seversty is the recognition chac these crite-
nia denasfy very different groups of children and fam:-
hes Children wich the most physically debilitating ar-
thritzs, for example, may have far less emotional
problems from the sllness than have children with
milder discases

The Epidemiology of Chronic Childhood Tliness

The dramatsc medical advances of the past few dec.
ades have meant that many children who would have
died previously of therr chronic tlinesses now survive
to younyg adulthond For almost all childhood 1ll-
nesses, there s litele evidence of changing incidence—
that 15, the number of new cases appearing in a popu-
lation of stable size. Furchermore, chere is evidence
that mosc potential gains 1n longevity have already oc-
curred. Thus, the number of children with chronic sll.
nesses s p ly mainly dependent on the number of
new children in che population; and wich a scable
(eather chan growing) child population, the numbers
of children with cheonic tlinesses will also be stable.

About 10-15% of che childhood population has a
chronic dlnesz. Among chronically (Il childsen, abouc
10% (or 1-2% of che cotal childhood populacion) have
severe chronic illnesses. Wich the marked decline in
morbidity and morealicy from tnfectious discases
smong children, and wich che increasing survival of
children wich seveie chronsc siinesses, the 1-2% have
become & much larger pare of pediacric pracace.

The Organization, Costs and Firancing of Healch
Services for Chronically (1] Children

Organization of Services

Diversety and fr:gmenuuun characterize the organ:.
zaton of services for chronically (I chaldren. There s
tremendous variacion (n the care 1amibies receave,
based on such characteriseics as the interest of che spe-
cialises tn an scademic center, che urban or rural
nature of the community, and the organization of gove
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eranental services, espearally Croippled Cluldren's
Sersiees In somc artas, 2 broad saney of Ll sup
pare services are available, in othrs, available services
ate henared wonedical and surgscal snterventions
tamulies often sdenafy great frustration from the
Iragmentation of services They may see one of imose
spectabists a distance from thair home, among the spee
aalists, thete may be disagrecent about plans for che
child Especially for children with multipte handicaps,
aranging 0 be Monday morning 1n the cardinlogy
climc, Tuesday afteenoon sn the ncurology chinic, and
on Thursday, in the archopedut’s office becomes «eself
2 major management problem
D espute greater avadabibity, access to adequate spe-
calty medical scrvices 15 a problem in soine com-
munities Most chennic condstinns of chitdhood are
rarc and thus communny pediatrictans and other pri-
maty providers, despire the quality of therr training.
may have hitede recent experience with an unusual ma-
lignancy, severe renal dseasc, or hemophilia in their
practice Simularly, despite the quality of nursing
staff. the hospital with just a few hundred deliverses
per year will have very lirele expersence with conds-
tions which occur 1n perhaps | n 10,000 hive burths
Not anly may sdentifsicatson be a complex 1ssuc, hut
referral may be a problam as well

Access to nonmedical seevices s highly varahle
Soine communities 1nav have exeellont, comprebensive
programs for chitdren with speaific heateh problerns,
such as the comprehensive hemophibia centers 1n some
aress In other locales primary care providers offer co-
ordination which assures the availability of a broad
range of nonmedical services to famshies of children
with chronic sllnesses The emphasis on medical and
surgical care, to the neglect of other services for fami-
Lies, can have 2 greac impact on & child’s develepment
and functiona! abilitics, As an example, & child under.
going corsective cardiovascular surgery needs attention
not only o his medical and surgical care but also to
his schooling What can be donc to diminish his fall-
ing behind his classmates; what plans should be made
for his activity when he returns to school; are home-
bound teachers appropriate for & period of time’

Such scrvices can be provided 1n many ways Yet
the fundamental problem in providing many of them
15 the lack of resmbursement for the services Genet
counseling. s an cxample, 13 often dependent upon
fedeea! research or service support, and with cychical
variatcons s the support, generic services may come
and go in a relarsvely hnef period of ume

Caosts of Care

For mose chitdren in the Umted Staces, health care
costs arc small  Average yuarly heatth expend.tures for
chitdren not hiving 1n instituaons were only $286 07
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i 1978 Plus average hgure, however, disguises 4 dis-
enbation that ts exeraordinanly shawed  Most cobdeen
incur unmisnal healels care expunses, redatively few re.
qulr( e (hl( LOSES AN CNOIMIONS amount tor exam-
ple. only 3 4 pereent of pesons under 17, mnary of
whom were chrorcally il wete Imspualucd onc ot
more umes in 1978 at an average cost of $1.920 The
rest of the childhood population had no haspreal ex-
penditutes ag all There are also many chronsally i
cluldren i the 2 pereent of the natton’s population
that uses over 60 percent of all inpatient resources
cach year .

The typical paccern of a high-cast chiidhood chronic
sHness 1nvolves a serics of out-patient treatments and
hosprealizations over many ycars together with routine
daily home-care or self-care procedures  This patteen
genceates many obvious medicat costs, for hospital and
physictans, medications, lab and X-ray services, and
often for such services as physical therapy or socsal
work Many costs not casily categorszed or assc. xd are
also generated, these include transportaton costs, €x»
tra telephone costs, costs associated with tume lose
from work or school (often referred to as lost oppor-
tunity costs), costs for special dicts, and emotsonal
costs assoceated with increased worry and stress within
the family For cach dliness the speasfic medical and
sociat-cinotional costs will differ, but for alinost every
tamly. both types of cost will b nagor factors sn the
hnancal picrun

Though chronwally 1!l children repeesent a segment
for soctety for which health carc costs are dispropor-
tionately hegh, information availabic on the cosu and
financing of services for these children ts sparse For
example, no studies arc svailable to ensble com.
parisons across many ilinesses and that also take sc.
count of the wide range of family needs related co the
Miness Instesd, most stedies focus on specdic illnesses
and generslly on medical services, excluding other
services equally relevant to care but often delivered
outside of medical settings

Financing of Care

The system for financing health care n this country
15 2 potpourn of fedecal programs, state programs. and
private sNSurANCE afrangements The complexity of the
system 1s pacuculacly frustrating for parents with 2
child whose existence 15 dependent both on specishzed
medicat procedures and on general health services
While most chronscally 1l children have & large por-
tion of their medicat care supporeed by some third-
party arrangeinent, theee remain lagge gaps 10 cover:
age For some farmlies these gaps can be financially
roinous We prasent below a dicussion of the six prie
nary sources of payment tor healeh care (hroadly
defined) of ¢hildren with chironte 1tiness privatc in-
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sitanee comnpanies  descase-onented voluntary asso
e Mcduad, <tate Crppled Children Service
progeams (COS) sixcaat siate programs, and our-of
pochet monies

® Private [lealth Care Insurance Approximately 7%
pereent of the nation's children ace covered by snme
forn of private insurance Most chldren (68 percent
of all chdddcen) recerve benefits under group plans,
usuzlly covered as dependents of employed parents
Thes' general figures might suggest that mose uf the
natton s children are adequately protected A closer
look, however, reveals severa' major shorecomings of
ptivate health care insurance, parniculacly in relation
to chronsally ol children.

Firse, ptivace health care insurance s aeually medi-
<al care wnsurance Private plans are designed to cover
hosp+tal and physician costs, some lab and drug costs,
and 2 fow additional services They do not cover many
costs that famalies with & chrontcally ol child will gen-
erate, including costs of transportatic , home renova-
tions, compensation for teme lost from work by par-
cnts, custodial care, or ¢ ling

A second serious drawback of private health care in-
surance snvolves che various exclusions embedded tn
most plans

Perhaps che most unportant Iimstation of priate
liealth care snsurance s simply the fact that ot docs not
tover many Ainericans, it cspecially does nut cover
children who have limitarions in activity and who live
tn famthies whose income s below the poverty line Of
these children (numbering about a million), only 17,5
percent are covered by private insurance. The rest are
csther uninsured or covered uader public programs
Furthermore, the number of chuldren, chronically (Il
included, who #re not covered by private insursnce
tends €0 increase sub wlly dusing periods of high
unemployment, when families lose coverage under
8group plans and cannot afford the coscly premiums of
an individual plan.

* Medicaid, The largest health care financing pro.
gram chat involves children 1s the Medicad program,
3150 known as Tutle XIX of the Social Security Act.
(Medicare snvolves x larger number of dollars but
touches only & small group of children. those with
cnd-stage renal disease ) Jointly funded by feders! and
state go Medicaid req all seaces to pay
for certain services for low income families and sllows
states (0 pay for any of an additsonal 27 services. Elr-
gibility requitements, «n many scates, are tied €0 the
nation’s major welfare program, the Acd to Families
with Dependent Children (AFDC) Program In these
states, 10 be cligible for Medicand, a family muse fiest
be earalled in the AFDC program

Somne states have elected the ‘ricdically needy  op-
tn. anamportant one for chranically il children
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Under elus aptr n tamilies with depeadent chddren
or With e absent, unemployed, o incapaciatal ar-
cnt an qualtly tor Medicaed even o dhie famedy ingome
13 above che Medicard catolf poine, bue only of ths
famdy’s mcome falls below the curoff point when
medical exprases ate subtracted Even tn states that
wifer chis option, acrual implementation has heen
spotty

Many chroncally il and disabled children living tn
low tncome f2milies are not chigible for Medicaid For-
ty terceat of all the nation s disabled children o pov-
erty are not cligible for Medicard Twenty-two statcs
have Medicard programs that cover at least half of the
low income handicapped children; 27 seate Medicard
programs do not cover even half of this population I
1 low-tncome chennically il or handicapped child s
cligible for Mzdicard, st 15 likely that the program will
pay for only some of the services that he or she will

* Crippled Chilidren's Service (CCS) The CCS pro-
gram started tn 1935 and was the only major public
source of support for the care of lew-income chron-
wcally ol children unul the carly 1960's, when Medi-
cad and a variety of categorical programs began The
ongenal fegislation established federal grants for seates
that states would then match

In August 1981, Congress cstablished che Matcraal
and Child Health Blieh Grane and i so dotng re-
moved ali fedezal statutary requireinents for a seate
CCS agency ln most states, CLS agencies continue to
exist because of state leguslation but they all have sub-
stantially less federal monies (a’though not necessanly
less state monies). In these staees, the CCS program
sull plays a major role tn the care of chronically il
children. It sees and disseminates s.andards of care,
provides for a faurly broad set of services, and covers
children from & wide range of income levels. At uts
best, the CCS program represents an arens 1n which
both the organtzation and the financing of care merge.
It 15 the only broad-based child health program to
have influence over both s.des of the child health care
core,

The CCS programs have provided much care o
many children with chronic llnesses About $280
million dollens were spent_by CCS sgencies in 1979, of
this amount, 31 percent ($86 million) were federsl
monies CCS programs served about a million children
10 1979, Daca from a recent survey *how that tn
1980, state CCS programs served 0 91 pereent of the
natior.’s children, compared to 0 33 percent 1n 1948

* Duease Orvented Voo ary Assacrations Alinost
every childhood chrone riiness Las aa associated ad-
vocacy group  The origin, scope and available recurce
es of these organuzatians vary wedely  For example, the
Muscular Dysteophy Associatiun spent $36 6 mullion
n 1979, the Cystic Fibrosis Foundation spent $11 6
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million i 1RO the Loukemia Soaery 34 K andhion n
1980

hew onganuzations akso allowate sarying amounts of
noney to nedical services patant cducation and
tramng  As 2 whole, they tend to pay for services that
are not rewnbursable within the usual system of care,
such as special prostheses, recteational activaties, or
transportation  There 1s lietle specific information
availahle regarding how many cluldren are served or
how tnuch 13 spent per chitd by the valuatary founda.
tions

Pethaps the most important rale that they play,
however, 15 one of advocate  [n the past they have sup:
ported state CCS programs, often persuading state leg-
wslatures to spare the CCS program For thes reason,
these organtzations may be crucial actors over the next
few years, 83 state leguslatures exercuse the frecdoms
given to them by the Maternal and Child Health
Block Grant On the nationat level, they have often
played a critecal rolc in supporting Federal research ex-
penditures 1n thesr areas of sntcrest.

* Outeof-pockrs expenditures Regardless of the type
ard exteat of coverage that parents may have for their
chrontcally tfl child, out-of-pocket expenditures can be
high and unpredictable Families with a child with
asthma speat an average of 14 percent of famuly 1n-
come on medical costs 1n a survey tn 1980, the Cystic
Fibrosis Foundation found that 20 pereent of the te-
spondents reported out-of-pocket costs greater than 30
petcent of famely tacome, more than hatf the re.
spondents said that these —xpenses were greater than
10 percent of famuly sncome. A study of families with
childrc « with spina bifida revealed that the average
out-of-pocket expenses were 12 percent of the fanuly
acome  When income loss and nonmedical costs were
tncluded, out-of-pocker expenses were 25 percent of
famuly 1ncome

+ Spectal trate programs, Prior to the tntroduction of
the Maternal and Child Health Block Grant, the fed-
ersl goverament had # series of categorical grants o
states for child health programs, seveeal of which re-
Iated directly to chronically il children, The Hemo-
phikia Trestment Center projects and the Genetic Dis-
case prog e two ples. Although the momes
involved in these programs tended to be small, they
often provided important seed or ancillary money for
statessmtisted model programs. I 1980, state hemo-
philia centers, designed to provide comprchensive care
to patserts hiving tn an 1denttfied region, <pent almost
$8 million In fisca! year 1979, rhe federal govern:
ment sppropriated $11 7 mutlion to the Genetic Dus.
esse Program

These federal programs do not exist as independent
programs any longer but chere are many state pro-
grams, offspring of the federal snitiatives, that are
continutng In addinon, seversl discases have associ-

atea state-nmtiated progtams There are, for example,
cystic fibrons prograns opefating i several stases, de
veloped usually from advocaey effores spearhicaded by
tocal chapters of the Cystic Fibrosss Eoundation There
ate few data on any of these state-hased categorcal
programs, or on the aumber of cinldren and famultes
that they serve Yet 1n some states they represent an
important, albese small. source of suppore for health
care of chromically «lf chuldren

Principles for Puhtic Policy

Policy concerning chronically ) children should ad-
dress the gaps between the special aceds of the chels
dren and their familics and the characterustcs of the
health care system  The projece has dentified certan
bastc principles which should underlie policy, re-
gardiess of specific organizational and program charace
tenstics. .

+ Children with chronic illnesses and therr families
have spectal needs which merit attention, beyond that
provided to the health needs of able-bodied children.
Improvements tn health services in general well im-
prove the lot of chronically ¢} children, and policy de.
velopment for chronie chldhoad diness should be 1.
tegrated with other developinents in national cheld
health policy Noncthdess, the spettal needs cominon
to most children with chrome apaement will cone
fiauc to need speaal attention 1n public polscy

* Famulics have the centeal role n caning for thew
own members and the goal of policy should be to cne
able farmulies to €arry out thesr responsibikities to aure
ture « air children and encourage their most effective
deve  'ment

+ vices should be distributed 1n an equitable and
just oshion, specefically excluding from the distribu-
tton formuls such nonfuncrionatl characteristics as £ace,
sex, and socioeconomic class.

+ Policy should ensure that a brosd srrsy of seevices
.. avalsble to families with chronically 11l children—
beyond the ususl medical-surgical or health services.

« Policy should encourage professionsl services of &
highly ethical nature. Key elements include truth tell-
ing, confidentiality, matntenance of dignity and re-
spect for family preference, professionals’ recognition
of limits of their own effectiveness, and emphasis on
collaboration

+ Chronically 11l children should sray on task 1n
school 1o the grestest degree possible. Schooling 1 the
main occupation of young people, and the 1n erference
of illness and 1ts tresement with educational activities
should be dimenished

e The public commutment to sound basic research
has resulted tn tremendous advances in the health of
chronically () childrea. Policy should cacourage the
continuation and €xpansion not only of biological re+
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search, but atso of psychologica!, biosocial, and health
services research related o chronsc tllness in child-
hood

Issues to be Considered for Change in Existung
Policies and Programs

Issues: Organization of Services

* The specialization chat has improved the medscal
outcomes for chronically (Il children has resulted,
ironically, 1n fragmentation of medical services The
lack of coordination of services, not normally a prob.
lem in the eare of children with acute tlinesses, takes
on sersous proportions when there 1s severe chronc dll-
ness.
* The diverse providers who treat an individual
child infrequently coordinace their effores. Cacegivers
may change over the long haul of the iilncss and ies
often complex ¢ t. Famuises often lack support-
ive counseling in the care apd management of the
child with cheonic illness.

* Public programs such as chose supported by the
Crippled Children’s Service, Medicaid, and the fedecal
research agencies, provide many essential services to
chronically ull children. Yet they often favor the provis
sion of high technology services (usually at high cost)
and neglect relatvely che broad base of services needed
0 maximize child functioning and family potental

Issues: Costs and Financing of Services

* Children with chronic conditons, particulasly
those with functional disabilities, require much geeats
ef than average use of hospital and ambulstoty case. In
1977, chronsc conditsons accounted for 36 percent of
tocal hospital days for all chuldren less than age 15 n
the United Scaces. Similarly children limited in ac-
tivity had greacly increased use of haspitals and visited
the doceor more than twice as much as other chron.
ically il children.

* Public programs account for half of all expendi-
tures for the care of chronically disabled and chron-
icslly ill childeen Clearly the combined effect of si-
multaneous reductions in these programs—Medicaid,
Medicare and the Matecnal and Child Herlth Block
Granc (Crippled Children's Service)—1s very serious
for chronically ill children.

* The duseeibucion of payment for the medical carz
of chronically ill children is capricious. There 1s great
vaciability of financul coversge by income, condition,
severity, type of services and geography The gaps in
coverage ase of sevena! types.

—Gps in beneits Many progeams fatl to retm.
burse for services used frequently by chronically
ill children—teansportation, social servaces, home
care materals, and geaeuc counseling

Q
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—Gaps in populations covered. 109 of all chil-
dren with functional limicacions have no tnsur-
ance, public or private, and 20% of low yncome
children with functiona! limications are unin.
sured,

—Gaps 1n public programs  Medicaid covers only
25 percent of the disabled child population and
only about 60 percent of disabled children below
poverty. State varistion 1n Medicaid cligibility
and scope of coverage for disabled chuldren s ¢re-
mendous.

—Large vanations exist between CCS programs in
numbers of children served, gene: ity of swate
progeams and conditions cligible for treatment.
The Supplemencal Security Income program, an-
other important federal program for che disabled
population, covers few children; only $% of SSI
beneficiaries are children.

—Gaps in prvate programs. The role of privace
volunaaty heslth associations in financing care for
Areshl )‘L'DJ i’ [ )to"' “hﬂf"

sore

° Many of the nation’s children are not covered by
privace insurancs, and chronscally il children are al.
tnost twice as [ikely as other children to lack chis cov.
erage While privace insurance does not cover 259 of
ali children, 1t does not cover 405 of disabled chil-
dren

Issues: Schools

* Education scrves a number of impoctant functions
in all children’s lives, and 13 significance for children
who have special problems cannot be overestimared,
Many chronically ill children evidence ao unusual
learning problems but many require medical and
physical sccommodations to participate in school. Un.
der P.L. 94-142, chey nced “relaced setvices™ withoue
neceding “special education™; yet by definition there
can be 00 relaced services withour special educacion.

* Chronically ill children may need specialized in-
struction (c.g., vocational snd carcer preparation, or
even adapeive physical educacion, nutrition, snd care
of sppliances) in addition to instruction in ursdicional
scademic areas. These needs are considered by meny
teschers and admini to be de the purview
~f the public schools. Professional preparation pro-
grams for handling medical matters in the classcoom
are unavailable for che most pare.

* Teachers’ attitudes regarding expeceations for aca-
demic achievement by chronscally ill children often re-
sult in exaggerated deference 10 the medical 1mplica.
ueas of 2 chuld’s handicap. The teacher, the parent,
and the phystcian may have different and sometimes
incompattble goals for a chronically sl child.

* Development of plans for children with specisl
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health necds 15 lemited ton often by calhng for services
that ste svailahic alteady 10 2 school system rather
than foe services the chuild actually noeds Coses to lo-
cal education agencies. which have assumad the pro-
vider funcrons, are Gited as a deterrent to peuvision of
2 brosd range of heslth services that may be necded

o A major educanonal problem of chronically all
children 18 frequent ot accasionsl intetruption 1n
“ml at 4 1 1 & 1 H

gruwth in new knowledge chaesctensec of the pre-
vious two decades,

« Support for hasic eesearch 1n other disciplines cat-
wal to the necds of fanulics with chronically il chil-
dren has been far less gencrous; invescment in behave
roral sciences research represents s minimal percencage
of the NIH effort in chronic illness. Even less support
has been svaulshle in such aress as heaith services and

ing science research.

e, from | 3 p
regulsr weekly s, or unpeedictable chree of
four day abeences. Currene home and hosparal school
programs, often the only means of proveding educa-
tional services to sick students, are characeerszed by
greac diversity in cules, reg and quality.
Rigidiey in absence requirements for cligibility for
home programs and brief length of teacher time on a
weekly basis (most stares require only three hours per
week) illustrace some of the peoblems.

* The need for supporrave services 1n school Comphi-
cates educational plscement and programmang deci-
sions for chromcally il children Service nceds may in-

Issues: Training of Providers , N

« Mosc health providers, regurdiess of discipline.
have limited experience wich chronically itl children
during trsining. Pedisteicians, heslch professionsls
with perhaps the grestest direct experience with child-
hood illness, sre mainly exposed to the acute exacerba.
tions of chioni ditions and only jonally to the
long-tetm problems and family aspeces of chroaic
childhood dllness.

« Public heslth pesctitioners pravide lesdership of

Crippled Children’s and related programs. Yet their
int ,,uo&endivo«edffom:beplmmm-

clude special diecs (for students with asth

ot advanced kidney discase), physical therapy and spe-
cial p (fot d with rh { ar-
thrius), specisl physical handhing (for students with
spins bifida or muscular dystrophy), social work and
liaison services. counscling. and in-school administra-
tion of medicines and treannents such as cathetetira
tion,
« Schools have limired health services for all chil-
deen, and few education authorities have developed
snd implemented specific policies and program heslth

1aally ill children and cheir famalies seek heslth care.
The sepatation of public heslch people from che
chrical realm has led to some of the fragmentation of
services for children and d ished che likelity
effecuve public-private collaborstion 1 program de-
velopment.
« Faculties of key professional schools (c.g.. medi-
cine, nursing, peychology, socul work) rerely include
bers whose acsdemic focus has been the brosd
blems affecting families with cheonically ill chil-

standards for children with specisl needs
* Cheonically 1l chuldren in school have geeat need
for emocions} support and opportumitics to €xpeaence
| peer relationships Some of the obstacles to

mecting chese needs include:

—~ctratic sreendance petterns

—maledapcive social behavior

—embarrassing side effects of specific discases
isolation due to equip needs or geographic

location.

« Perhaps the most important obstacle 15 the un-
availability of support for patents 1n coping with
chronic illness.

{ssues: Research

« The dramatic improvements in 1he trestment of
many chronic illnesses 1n the pase quarter century have
in latge part come s 2 result of 2 sizcable investment
1n besic biomedical research. mainty through ihe Na-
tional Institutes of Healrh

+ Support for hasic biomedical research has
plaicaued in the pasi few years. duminishing 1he rapid
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dren. Faculties may include many disesse specialists,

but rerely geacralises interested in chroaic childhood
illness, its coordination or family implications.

This was funded by groncs from: Devision of Sasernel
wd Health, U.S. Depe. of Hesleh ond SHuman Services: Of.

Dv. Porre srved a3 priscipal rovmsisgorer aad Dr. lrry a-proe-
ipal revestigasor for the peopct. Pevers 15 aut. prifesser of podse
otrir at Vo 1 Unwersaty. Irey. 1 asst, prefeser of poduotncy
and puycholagy ot Albert Ecuvtern College o

Linde Meyssbas 11 russarch asseriose st the lustssote for Poblc Pol.
Xy Sindws, Vasdwbolt Usoersnty. Nasbolle. Tena

Moy!bﬂ»m‘ﬂmdkm#w[vdvlm
for Pobin Polxcy Stadess « t Vonderbelt Useeorssty,

Nucholat Hobds 11 decsarod

Port.vat of thit pucsal eepert proveeasly appeared 10 Programs for
the Hondiapped. Nov IDa . 1983, No 6. p 1.7, pobinsted
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CHAPTER [

Early Childhood
Intervention Programs

Donald |. Stedman

In 1972, Secretary of Health, Educstion and Welfare Eiliott Richardson
commissioned five educators? to review the stfectiveness of “sarly educa-
tion intervention” programs. One of the principsl concerns which prompted
the study was the apparent difficulty of mdving small, successful, re-aarch
programs inZo more widespread practice, a typical problem In American
education. Special focus, consequently, was placed on projects addressing
.high risk, preschnol-aged children. The review included a closs exemina-
tion of the research literature, on-ite visits to highly recommended pro-
jects, and extensive interviews with fourteen competent and respected
ressarchers in the field.

The results of the survey wera significant becsuse they indicated,
rather clearly, that educationa programs for preschool, handicapped
children—whether they be infants or five-year-oids—can significantly
improve the quality of the child:en’s lives. .

In this chapter, the evidenco which supports intervention, as well as
certain problems with present intervention programs, will be discussed.

‘Tha five were the author, snd Dr. ira Gordon, University of Florids; Or. Ron
Parker, Rendom House: Dr. Payl Ookecki, George Pespody College; and Or. Nicholes

Anastosiow, University of Indisns. The study was conducted undor contract
HEWO00S5-72.208.

DONALD J. STEDMAN iy Assoclste Director of the Srank Porter Grsham Child
Devalopment Center and Professor of Education et the Unive 4ty of North Caroline.
His professional Interssts include child development and mental retarrietion.
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IN SUPPORT OF {NTERVENTION

The Findings

The results of a close examination of more th> forty longitudinal inter-

vention

research programs for high risk chuu.. included the following

major findings:

1.

The manner in which & child is reared and the environment into
which_ he is born have a major impact on what he will become.

Facters such as race and sex do not appear to be related to the
child’s abatity to profit from intervention programs.

The family‘s methods of establishing social roles leave little doubt
that earty family environment {parental language stvles, attitudes
toward achievement, parental involvement and concern for the
chisd) has a significant impact on the child's development before
he reaches his second birthday.

In situations where families are 50 disorganized that they cannot
supply a supportive environment, an intensive external supportive
environmen? may contribute to the child’s development.

The effects of a stimulating or depriving environment appear to
be most powerful in the early vears of childhood when the most
rapid growth and de slopment take olace. The primary locus of
the child during these early yesrs is the home. Therefore, home-
based intervention programs of one-to-one teacher<chitd ratio
stimwlation activities sppear to be the most appropriate and
effective during this period.
]

There is evidence that the effects of early intervention programs
for children are strengthened by the involvement of the child’s
parents.

It is only possible 1o describe the training conditions that handi-
ap a chitd or lead to 3 child’s success in general terms,

The socio-economic status and entry level 10 of the child bear an
wnem 1257, retationship 1o the child's ability to profit from inter-
vention. Design problems and the current state of the art in

e ——————
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measurement render the effect cf these factors difficult to deter-
mine,

Where access to children can be gained in the early years, prefer-
ably during the language emergent years {onc to two years of age),
intervention programs will be more effective than those begun
at later ages.
v

A systematic organized program can contribute significant!y to a
child’s social and intallectual development between the ages of
four and six years,

The effects of intervention programs appear to last only so long
as the child remains in the intervention program, They appear to
last longer in home training studies and “wash out” sooner in
schoo! programs,

Follow-up studies of children in intervention programs usually
show that i.nllial gains are no longer measurable. This is partially
«attributable to the fact that we cannot determine at this point
whether it is due to program failure, to problems of measurement,
to inadequate criterion measu.es, or to the later interfering effects
of other competing environments, such as the home and school.

The quality and motivatior #f are directly related to the
success of the program and therefore are prime factors in deters
“ mining the extent to which a program is exportable or replicable,

Successfut Intervention

Some findings are worthy of special note since they concern frequently
asked but seldom answered questions of importance to researchers and
educational practitioners: .

In the successful programs, gains occur regard/ ntey. The
starting age of ch'ldren placed in intervention programs has varied across
projects from those starting at a few months of age to a beginning age of
five or six years. Resuilts reported by at least one study have shown that
children who enter learning-to-learn programs at age four make gains of
nearly 20 1Q points which are maintained during the following two years.
Children who enter at age five make smaller gains for each of the two years
{9 points the first year and 7 points the second vear). Although these

O
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results suggest differential gains as a function of age of entry, they do not
answer the correlated question of whether gains would be sustained after
the first year in the absence of such a program.

However, data from another project indicate that chiidien who made
gains in the project when they entered did not fose those gains as fong as
they remained in the program. The data do not strongly suppdr any one
year as the more preferred year to realize gains in intellectual grqwth,

Hence, the general conclusion must be that programs have been;'\e:-
tive with all ages and one cannot specificatly support the advantages for
work at any one year versus another.

Nohe of the studies reviewed gives support to a well defined critical
period as a preference for preschool or early childhood intervention.
Essentiaily, programs can be designed that will work effectively with a
wide age range.

A comprehensive review of intervention programs in 1970 suggested
that vulnerability to adverse influences at certain ages does not necessarily
imply a correlated time when children are especially sensitive to treatment.
This study supported the contention tha?, on the basis of our current level
of knowledge, intervention can be justified throughout the period of early
development and possibly beyond.

In successful programs, gains occur regardless of sex. While studies
have reported that girls have higher initial 1Qs than boys, gains were not
related to the sex of the child. These findings are supported in general by
other investigators, many of whom do not separate 1Q scores by sex when
reporting gains because of the tack of differences.

In successful programs, gains occur regardless of race. Studies again
report that although whites enter with higher initial 1Q scores, race is not a
significant variable in considering gain scores.

Differential gains in 1Q scores occur as a function of the entering or
initial 1Q score, the program intensity, and the duration or length of time &
hild is in the program. In general, the lower the initial 1Q, the greater the

. in_in 1Q in the intervention program. Again, the more intense the pro-

gram, the more likely he is to have a higher 1Q gain. Finally, the interac.
tion between intensity of program end duration in program contributes to
differential gains. Some researchers, Bronfenbrenner for cxample, attribute
the high initial gains to the phenomenon of regression to the mean and
characterize the gains as being inflated for that resson.

In guccescful programs, gains occur regardless of program spproach
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but some programs appesr to be better than others. Although simost all
kinds of programs have shown gains in 1Q scores, some differences are evi-
dent, when specific comparisons are made among programs. In general, it
should be stated that some programs work while others do not. In those
that are successful, it is apparent that the dgg_rg_oipmgmlstructurinqjs
higher than that of unsuccessful programs. In general, the more structur
the WQI children. A large-scale compari-
son among programs has been conducted by using four groups {regular
nursery school, children from low income famities in middie class nursery
groups, Montessori or perceptual motor skifl groups, and an experimental
group with a nighly structured format). When gain scores on the Stanford-
Binet were compared, the experimental group (the structured) program
was perceived as having the largest gains. It should be mentioned that the
experimental group emphasized verbal behavior, & procedure which would
tend to influence test scores. Although the remaining three groups may
have excelled on other measures, the program of the experimental group
resuited in the largest gain on intelligence test scores {1Qs).

THE PROBLEMS WITH PRESENT INTERVENTION EFFORTS

A number of serious cautions, which emerge from the review and
consideration of research and development activity in this area, involve the
scope of present efforts.

1. The sample size of most projects is insufficient for the amount of
trust and credibility placed on their outcomes.

2. There isipsufficient research in the area to date. After ten years,

the number of well-designed and well-executed studies still nurm
ber less than forty.

3. The majority of studies do not involve the subjects in the inter-
vention program for a sufficient amount of time to allow for
long-term change or an adequate test of the intervention program,

4. Insufficient attention is paid to the effects of mixing varieties of )

children, handicapped and non-handicapped, in order to improve
the learning environment in which the intervention program is
taking place.

5. The current measures avail to cssess change in chitdren as a
sesult of intervantion program eifects are inadequate in number
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11.

12,

13.

14,

and quality.

The low utility 3 reliability of pre-test scores from high
‘risk children {resulting from their meager amount of experience
with testing or evaluation approaches) may lead us to infer
{greater gains from post-test scores than should be inferred as
resulting from intervention activities.

There is increasing doubt as to the value of certain critical periods;
therefore, the extent to which we can continue to emphasize only
one period when we can expect positive outcomes of early inter-
vention activities to occur is questionable,

There is a typical failure to individualize programs. That is, there
is a homogeneity of treatment whether it be social class, 1Q level,
sex, minority group, or other critical features, across heterogene-

ous groups.

There are often significant cultural differences among minority
and ethnic groups leading to differential reactions to intervention
programs, This may lead to exaggerated responses from the child-
ren in either direction. Also, there are in many cases extreme
value differences between subjects and their famities and the pro-
ject staff which may lead to inadequate or inappropriste inter-
vention giogram components and results.

Program goals are often too narrow and constricted, ;gerg,}
more to development than 1Q.

There are certain gains or responses to the intervention actisities
which are related to the motivation of the parents to encourage
and assist their child in participating in the program. This pareagal
support factor is not often considered as 2 part of what accounts
for intervention programs’ success.

There are severe logistical problems in cornection with both the
conduct of longitudinal studies and the development of export-
able intervention program components.

There is an ingufficient number of replications of special studies
showing positive or hopeful results.

The cost of longitudinal studies has resuited in too few compre-
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hensive studies, including health, education, social, and parent
program components.

in general, the group concluded that preschool educational interven-
tion programs do have important and positive effects on the /Q of children.
The results are often uneven and transient. There has not yet been suffici-
ent research to warrant the selection of one specific set of program com-
ponents as being the most contributive to cognitive and social gains.

Special Problems

A number oi obstacles in conducting studies appear to be adding to the
difficuity of determining the effectiveness and credibility of outcomes.

Inadequate control groups Given the problem of adequately describ-
ing the population, 1t rarely becomes possible to determine the adequacy
of the control group. Rarely are children selected from the same popula-
tion pool and randomly assigned to treatment groups.

Treatment drift Once an evaluation model is adopted, decisions are
made to change the program accordiny to information gathered. This is a
highly acceptable practice in the remediation of children’s deficiencies. As
this occurs, however, the intervention program is no longer being conduc-
ted as originally described. As a longitudinal study refines its procedures,
new strategies are invented: thus the original procedures sre markedly
changed. Frequently, the change is not described in the write-up.

Press to do well Most innovators are funded to demonstrate the effec-
tiveness of a given idea or program, They 2re expected to succeed. Given
the press to succeed, the program is constantly revissd and modified on
the basis of pupil responses. In 2 process similar to that of treatment drift,
the program in operation often bears little resemblance to the written

proposal. .
Teacher effect Evidence indicates that the teacher, not the pregrem,
may be cizl variable in creati “nge, {ndications are that the

method or program adopted interacts with the stylistic treatment of the
teacher. Teacher factors relating to the.chang are highly idiosyncratic and

difficult to control. One researcher has identified four major clusters of
teachers on the basis of contro! and expressions of warmth. Anothas

researcher hes pursued other sets of teacher personality factors that infiu
ence pupil change. Yet another has identified planning and supervision a
being more important to the program than the curriculum components
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themselves. l_{oL you do something may be more important than what you
d-o.. » ——— -___/"——-.

Teachers reach criterion performance Frequently, 8 program is
developed by an innovator who then hires 8 staff to conduct the program.
In the experience of the author, it frequently take as long 83 two to three
years before the staff can tonduct the program as originally conceived.
Massive in-service efforts with frequent supervision and, evaluation of
teacher performance, sre needed in all intervention programs, Some
personnel witl not be able to reach criterion performance and will need to
be replaced.

Ethics with human subjects The innovator, in dealing with human
subjects, cannot manipulate the research environment unless he is sure he
will not damage the child in any way. This ethical “‘restriction” is neces-
sary én working with human subjects and limits the degree of manipulation
the innovator can apply. For example, does one remove children from
their mothers in order to work intensively with them?

Continuity of staffing As with lifespan research projects, it is diffi-
cult for a principal investigator to commit himself over his own life span.
if the principal investigator lesves the project, there may be a shift in focus
or interest when a new principal investigator takes over. There are also
changes in staff training or statf development activities and staff turnover,
especially in university-based programs where graduate students are used
extensively.

Testing procedures Again, as with life-soan research projects, testing
schedules, instrument revision, and discontinuity and low correlation
between tects brought into the long-term testing activity make conducting
the project and interpreting the data difficult.

Data processing Masses of dats, which may sctumulate in longitudinat
studies, can present both problems of dats processing and difficulties in
decision making as 1o which data to process. This data accumulation is

especially problematic for the new researcher in the intervention field.

Eaviconmental_changes Children in longitudinal studies are often
influenced by major shifts in the community or neighborhood environ-
ment. These shifts may have a direct effect on the outcome of the inter-
vention activities. Shifts in cultural mores, social sttitudes, and values may
have similar effects.
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Attrition The mog‘ljg of the American family is well known. While
techniques are available to adjust to subject attrition. it is an expensive
process and often requires resources not provided in the i..tervention pro-
grams. It is essential that large subject samples be acquired and maintained
over a long period of time in order to circumvent the problems caused by
subject attrition.

interpretation

Often, the interpretation of the results of well designed and conoucted
studies constitutes a major task. The group attempted to examine the
nature of interpretation problems and suggested the following points:

Nature of the populatica In work with high risk youngsters, the set of
variables associated is muitiple and oiten incomparable. For example, the
construct “culturally deprived,” used by different research workers, in.
cludes: income level, racial differences, inadequete diet, protein deficiency,
punitive child-rearing practices. low language stimulation, isolation,
oppression, high disease rates, alcoholism, and so on. It often is assumed
thai all of these factors contribute the same influence. Clearly, the state of
the art—when it comes to knowledge of how to deal effectively with high
risk populations—it is not developed to the point at which the population
of chitdren can be described with the precision needed to replicate a study.
In addition children who live in poverty are still found in markedly differ.
ent environments—for example, contrast the immigrant worker’s child with
the child of the inner city dweller or the sharecropper. The life experiences

’are markedly different.

Problems of program description One of the major problems in inter-
preting intervention programs is that often the program descriptions are
l not sufficiently detailed to make clear what it was that the it.. -vator did.
Globa! terms that make it difficult either to replicate or to isolate the vari-
sbles that were related to the treatment are frequently used. For example,
3 study of adopted versus non-adopted children may not adequately define
the nature of the treatment, i.e., what happened in the homes that did not
happen in the orphanages to cause the results. Longitudinal intervention
studies rarely describe 3!l of the procedures used in beginning and main-
taning a program. It is, in fact, frequently impossible to describe exactty
what was done in a program. A major intervention program may have com-
ponents that deal with classroom experiences, parent training, improved
nutrition, medical screen.ng, and vision and hearing tests. Ascribing treat-
ment success to any one vanable 1s a tenuous procedure.
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_Failure to-develon_aopropriate instruments One of the major difficul-
ties in conducting studies with children is specifying exactly what svalua-
tion the innovator will be able to perform after the intervention. Many
programs specify 1Q scores as their objective, However, |Q scores are
unreliable and invatid for most minority group children and, moreover, 1Q
refers more to traits related to school performance than to cognitive func-

ioning. The appeal of the behaviorally oriented programs is their tendency
to limit their goals to observable behaviors. However, the weakness of this
approach is that one is still left with the problem of defining the “internst
processes” of the child and, frequently, minor and sometimes irrelevant
behaviors.

Global measures of intelligence and achievement sre inappropriste
measures for program impact. Intelligence measures assume commbon cul-
tural experiences, equal opportunity to learn, and equal motivation to do
well on the tests. For most minority group children, these assumptions
cannot be met.

Achievement lests contsin many items aimed at reasoning ability
rather than at the skill under treatment. For example, as much as fifty
percent of elementary school reading tests are inference problems rather
than reading proble~w. Reading is learning 8 set of abstract arbitrary sym-.
bols and relating them to another set of symbols that are spoken—that is
speech, Children can relate words to print and learn that the printed word
stands for the spoken wotd or for objects, but untess long trials of memori:
2ation, drill, and practice techniques are used, children do not understand
the abstraction of graphemics until ten to twelve years of age. Thus, many
reading tests are misnamed; they would be more appropriately titled
“reading from reading’ tests.

Intuitive appeal of gain scores In spite of the work of Cronbach,
Thorndike, and others who demonstrated that gain scores are unreliabte,
statistically indefensible, and subject to great misinterpretation for indi-
viduals or groups, there still exists great pressure for programs to d=mon-.
strate effectiveness by measuring gains on the same instrument.

Measurement should not concern itself with change as measured by

# gain scores but with change measured by performance of the desiLe_d’ be.

havior thal gefines the criterion performance. Criterion-referenced tests
are difficult to construct unless the behaviors are readily observable, For
example, it is easier to specify that, as a result of the program, children
will be able to count to ten or identify six primary colors than to specify
that 2y will develop 2 positive self-concept and attitude towards others.

O
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Inadequate or naive theory of human behavior Many longitudinal
studies fail to conceptualize the nature of human learning and the r~rocesses
of development. The results of these studies can easily be misinterpreted.
Recent findings in developmental theory and tearning have been massive.
The human orgahism is an impressive information processor from the
moment of birth. Many, however, still failing to recognize the infant’s
capacily to process information continue to perceive the child as a passive
receptor of information, and thereby attribute to their training procedures
more power than is likely to be present. in the same way, the innovator
who works with the handicapped child frequently viaws all that the child
tacks in terms of and as a function of his handicap without taking into
account his age and the normal stages of growth and development.

Retrospective data, time, and cost Most retrospective data collected
from teachers and parents bear fittle resemblance to the child's actual
functioning. The unreliability of these data makes ‘ongitudinal studies alt

_the more necessary. However, longitudinal ttudies take time and careful

record keeping. It may be twenty years before the effects of the interven-
tion program can be fully measured. Longitudinal studies are costly ven.
tures, 3ithough they may be the only means by which some questions can
be answered.

Delayed etfects Rarely do longitudinal studies measure delayed effects
of their treatment. For example, does the program introduced in kinder-
garten have any measurable effects on adolescent behavior? Rarely do
school programs measure adult attitudes, voting habits, reading habits, or
other goais which were part of the schoo! curriculum.

Narrow focus of the program Somc longitudinal studies become so
specialized and dea!l with such a narrow population that they cannot be
replicated. For example, a program that provides a one-to-one teacher/
pupil ratio for six hours a day, six days a week, with supporting psycho-
logical, medical, and speech staff would be difficult to find in a reguiar
school.

&mp/e problems The size of the sample and the representativeness

* of the sample must be taken into account more seriously. Samples have

E

generally been too small to allow for much generalization. The results of
3 program that also limits itself to a unique population have little gen-
eralizability to other populations of high risk chitdren, Further, shrinkage
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of siready small samples occurs over time snd contributes to the lack of
follow-up results or effects. :

The effect of continued sssessmant or observation The sffects of
continvous testing in fong-term studies, including obssrver effects, can
have an equal or perhaps-greater effect on performance than some or ail
of tha program components. In many programs, continuous atsassmant
and the intervention curriculum are,confounded in such 8 way s to pre:

 vent attribution of responsibility for changes in 8 child 10 either assess:
ment or curriculum, In some cases, continuous sssessment of control

- groups may contribute to changes:that ere equal to changes in the expari-

* mental group and thereby make it impossible to r. aasure the effect of the

! intervention program itself. In some cases, researchars suggest that contin-
uous assessment is equivalant to minimal intervention, {ntervention studies
are no less immuna to the Hawthorne affect than other studias.

SUMMARY

In the final snalysis, even given the cautions, design problems, and difti-
culites with data interpretation, it was felt that we already know a great
deal sbout the effactivenass of yducationa! intarvention. In gagesal.gthare
arc_pgsitive_effects. A host of factors, including child wacigbles, setting
varigbles, and the characteristics of the interﬂt_iwmmd the
peoplg delivering it, opersts to make aducation more or less effective for
the individual child.

More research is required, in the field with carefully described curric.
ulum components and the best child variable control possibla, within
bounds of natural groupings of children, If there is a prime obstacle, it is
lack of measurement tools for social, affective, znd interpersanal change,

)ﬁxas well as 7or academic gain. Methods of coding and analyzing obssrvational

O

data lag far behing other methods in the social sciences,

Finally, the expensive, long-term, longitudina! study of devalopment
in children is still the best strategy for discovering environmental stfects.
The major difficulty is getting pubtic or private resources to support these
operations.
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THE ARGUMENT FOR EARLY INTERVENTION

mumnwaywmm'wumuuu
important?

'mmwmmmmmomolw\ud
mm.wwmwodolnlm {They)
Mnomwwmmmmmu-

Ewly misnenton usually meens 0 and
dong somethng sbout them belore o chid’s Gevelopment
and 0 ¥e Y L X
Early helo can prevent other deleterious condtons irom de-
V0png and Can ledsen concomdant dificulios such as fam-
dy or of the chixs.

Leamng specuists Debave ihat sk development is releled

y winch unioide at @ steady rate thvoughout the proc-
083 of deved and wivch only y
kromone agelothenext " {p 1178)

mmammm-unmocmumq
S 20 Soparent Das loward sansormolor functionng Meser
(1975) ponted out thet acores of infant nteligence lests
have been more hghly reislod to subsoquent sensonmotor

lom.mdmmmmbv‘ Qe
grven il demMmmMmu.Mm-
Portant when 8 chid runs Ihe nsk of misseg an opportundy 0

learn duwing @ siste of H he "X

P than lo 0

mdourmucnuymunmmm“duny

moments™ of 08NS 818088 are NOL 1akan adh
Chid may have dihculty lseming 8 particular shul ot ¢ lnter
tme Langiey (1978) stated that the more tme inat “apede
Detween the perd of optenum readness and the lme when
Imopoonunyfor"mnorommmuma~
hicutos i learning become Langtey 1taced the eftects of lost
feachadle moments n e x Pisgotian steges-o! sensori
moior development

ge of. @

_Soma types ol mpaements rqure pancuary promot stten

hon Oowns (1972} reported that 60% of & ched 8 basic fan

! guage abutes are estatished by 300 2. therelore deatness
"mist be idertted n ety nfency i order 10 use the chid's
tescdud hoarng durng the crtcal penoas tor tanguage devel
opmant

i an ety study, Heber, Dever. and Conry (1968} lound that
0foups of disad Qod chidren, p darty chidren whoss
mothors had K0 8 of 75 or below, showed o steady dechne
from an d normad 1Q, d Y. (0 the Jevet
onhwmomoubylmlmmoywt:lyulou #13 pos
shle hat varty vieevention cousd hakt such 1 decine

How (olisbie ste sarly predictions of intetoctual
functioning?

The utity of nlant ntekgence assessment 1s o maner of
Oebale Lews and McGurk (1972) reported tnongs thet
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itial siuches (Bronfentrenner, 1974) raised serous ques
tons sbout the etfects, quaity, and costs involved i pre-
school intervention Withi the past several years, however,
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handcapped niants and related ther OWn tndngs, in winch
tologcally handicagped chidren mede Sdcantly more
orogy n e for than n
a‘eas irosted on ¢ random or conirol besie (Berrera. Routh,
Parr, Johnson, Arenuthorst, Goolady., & Shwoeder, 1978}

What 8r0 30me abuese of presches! scrosning?

When screenng 18 Lsed lor Prediclion rather than lor educs-
tional plenmng, sbuses can resut Zedn (i978) sugoseled
that preschool screening Can be e negairvs lorce when,

o No ioliowup program s developed
® lntial screenng 13 USed as @ AIQNONS ON Wiuch 10 base
remedstion or placement

o Rasults are used (0 exclude chidren {rom school by sug
Yestng that they are not 78ady

o Sty 0 labels are §33:0Ned

o S g is used (o L
nCulum Conter ed Programs

o Resufts focus On wesknesses Blon® rather than on
strengths

o The eftects of curural ditlerences of banguakem are nol
consdered

and jribly exsting cur
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REACHING HANDICAPPED CHILDREN
IN THEIR EARLY YEARS

The information i thes tact shest 13 taken deectly from Earty
Chidhood Edvcation for Excepr.onal Chidren A Handdook ol
idea3 and Exemplary Practices, ested by June B Jordan
Auice H Hayoen, Merte B Karnes and Mary M Wood.

Why i3 early Intervention imporient ?

There 13 emd that progr o g sarty ek -
0 therapsutic programing to meet the needs ol young
wmmnmmmnrmmm-
lmdwammuwmmuuntnm The
mEONance of reachng handicapped chidren eerty and work-
nQ o help them reach ther hult polentiad cannot be over-
emphasued With sarty help. the 300ner the belter. ihese ché-
ammwmmtmummmmw
reamed possdie 0 pror years (p 3)

What conditione cen be identified very serly?

fammmhmwdhmm
sdentdicalion can occir st beth For nstance, chidren with

bhysical such ae aly of deh such
23 cieft palate, Chidren with severs ‘Coretral damce. most
Dowr. s hiaren, & wih extremely low

Apgumnqsotmybwwﬂwnuwdymm
wihn the trst five mnutes following dith Other indces of
hmmmmsmyumwmmhuln
days folown) beth B and ch thet
namdnlmucomammummlﬂnuqy.

cyng. nt apnea, Dulgng fon-
tanele. 20y increasing hesd sze. unequel size of e
Pupds, sbsent comeal reflexes, md paraiyss of sy exem.
dy. tacial musCIe. O 78 MUBCIe Sarve 83 NGCatore thet the

and health habits may very consudorably, Gdterences n mutnt
tonal intahe and eatng hatuts or fack of suthcrent nounsh-
Ment may Cause problems. and certen cultural, rehgous, and
anguage ditt Dose difficulties n wiess
those who wre g and 0 are thoroughly ac-
Quainied with the PODUiSEONS wih whom they are working.
[ . Chi rom QY olher than the Widte
mddie Class Should net be classfied or ledeled with natru-
mants that were stz Jardizad on While meddie class chidren
(p 63}

Meny 200ing may go oliced lor some
Sme Chidren sufferng fram these conditions evidence
uble developmental iags that may not be idented Ul tater
in Us. ONen the parent is the First person 10 SUSDECT & prod-
lom. The fact that parents are often the st 13 SuSPeCt @ probd-
lom in due 10 the leck of formel procedures (0 3creen chidren
between the newborn nwsery and school and (0 pode
trickns’ lack ol tme or the ¢ 10 notice .

tal problems.

Too often the docior's sugoestion that o handicap is probably
not senous nd should be ipnored leeds to ¢ elsy in prowd-

were routnely used. many young chidren, espevially those
from lower s0cioeconaomic familes, would not have sccess 10
them becauss they 0O NOL1eCeve COontinuous heakth Care and
thee prob detecied untd they entur school
The lime $0an during whwch handicapping condtions remen
undetected needs 10 be shox d, and Sormel cLJ
ONe method for reducing s twe {p. £9)

How can 0 screening program help reach more chiidron ot
riek?

Cheld 13 &t tigh 13k and necds lurther ext
oo 68 69}

What may

plicate serly dlagnosie?

idontiication screenng, end assessment may b8 com-
Pucaled by many faciors The 8ge of he chid and severty of
the hanac.eongy may meke 830038
ment ofticur, and o to conduct eaty
Screenng anc assessment may vary wdely from one com-
mundy (0 ancther. envyonmentat condkions sifecting healh
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S "G Can be defined a3 the teeing of e lerge populahon

0 order 10 idenbly those indindusls who are most bikely to

mardost & handicap & is 3 formal procedure for

DOC e with M ping condiions. Screening e

not—or shoud not be—used 10 lsbel an indrridual, nor is o

USsd (5 Prepers LpeaNic obyectives for intervention A more
ad

Gvidusie identited vough the screening process. However,
8Crtening is an sssensidd irst slep. an “earty waming” signal
that more inleneh ciok ol o chide
strenging and Gelicits ie required in order that remedisl—or,
deady, Civitios Can be
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There are ot d 9 that
«an o todsy One ple u the 0
of PKU (pheny ), whech & d by lew n many

states  Thie relstevely simpie procedure of teng & urne

»

Where con parents ge for help?

Closer Look is @ 07onsl serw.s for parents of chidren wih

mentsl, physical, and emotons nandicaps Thes agency olfers

sampie $or anslyS.s during he feat few days g brth
has proven 10 be an etfeciive device for identitying chidren

abowt places 2nd people 10 tum 10—OrQRNZA®
S0ne, 8gencies, and oMic/s that Can help n 10CaINgG ProQrivee

with PKU (pp. 60-70)

Why I8 It lmpx
tion?

1o tnvolve p in sarly

The nvolvement of the chid's ranlly 83 an 8Ctive PaTICeN IS
cntcal 10 the success of any ntervenbon program. Wishout
such famdy mvolvement, any effect of mterventon . . .
sopears (0 er0de farly ragedly 0nCe the program ends in con-
trast. the mvolvemant of the parents as partners m the enter:
mupvovdummsyﬂmm:nrd\ww
eftects of the Program while & it in operaton, and help 1o sus-
tan them after the program ends. {p 210).

o Parents of 8 handcapped chid will have more responsdil
nlmmm‘dwnmmvbnoumddlm
then paents of @ normal chéd They need parentng end
teachng sikils that perents ol & normal chid need nol
necessudy pOssess.

Parents usually know thelr chid better than enyone olse
Parent3 can thus $erve &3 o vital (e30LECe 10 Program stalt
n he & oth al progr D for the
chéd that wil be useful m his of her Own LQLE environ
ment

e T U 9 g from the 0 the home has
been an acknowiedged problem This occurs bscause
there 13 mnsuthcient and/or nel L be-
tween parents and teaching stalf, Thua, & & vitally mpor-
tunt that ther 8 13 planned consialency between the sduca-
tions program and the e d 0xp provded
by the parents Without effective parent nvolvement. the
DSt possdie Dregram for the ched wil have litle effect
Parent traning dung the preschool years is banehcal not
onty for the target child ut aiso for hus of her sbinge

The trening of parents, who aireedy &re natwal 9

and coping with probiwne. Contect: Closer Look, The
Netional information Cenler for the Handcapped, PO Box
1492, Washington 0C 20013

Coniers where compreh and tot
lowup services fof d of mentsd
are ksted in Cinical Programe for Meniay B d Chidren,

10th eciion Single Copes uwre avadable iree from Bursau of
wmmms«wu&mnu
PHS, 6600 Fishors Lane, Rockwile MO 20857

Cogopled Chidren’s Serwces (CCS) 8 o ont tedersi/state
mhmmmumvummmm
woodmmnnhlonooztnuunmuuwm
medical dagnosis end yiree for a8 chidren No stste
residency period 18 recuared balore SuCh 3enices e pro-
vided The renge and cost of sddrional tresiment or hospdsl
care services vary krom slate 10 siale. All programs accept
third party peyments such a8 Medicaid. Biue Cross and Biue
Shisid, and other For funther
m“hmﬁobmwmwwm
tocal county of siate haalth depariment

The Earty Pertodic S 0. Dxagnosie and Pro-
qnﬁmnwmapwhmmlmwm
whaether health care or relsiad services mey be necessary
m:mu.mnrmmwcm-
dren (AFDC) benefts and chidren whote parenis o
nmmmmwuwumm
ssustance benelt) are elgble for EPSOT EPSOT prograne
vary from siste {0 stste and are adminisiersd by edher siste
DU {weltars) Of heaith dep For more
nformation on EPSOT contect your physician, local or siste
health of publc ofice

To nd out about pr o for d ché:
amconmlmbcd.d\odMIumnSwanwal

")

nwxs.ﬂmmmmmomwlm
new behaviors altectively and 1o modky naprropnste be
haviors that miedare with learnng

o Parect h nt can greatly accek the chid's rate
of lsamng The center, workung with the chid withou
beneft of parental nvolvement, cannct begn 1o
sccomphsh slone what stslt and parents can wheh

Sp¢ el E
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EFFICACY OF EARLY l........TION
FACT SHEET

"Fifty ;ercent (30%) of & child's iatelligence developes befors ags 5,
e!ghty percent (80X) of {ntelligencs developes befors sgs 8." (Bloom)

"If intallactual development u 802 formed batveen birth snd ags 8, tha
liindicapped child will need ths most assistancs during the sarly yesrs to
devalop {ntellactual abilities which lead to o sstisfying 1ife." {Hammer)

"Research has shown that there may bp criticsl periods for the davelopment
ot certsin skills, snd thet most of thass psriods occur in the first thrae
years of 1ifs." (Haydsn and McGinnsss)

"4ith 8 delsy in remedistion of an intsllactusl or cognitive handicsp there
is s cumulstive schievement dscrement...apart from the danger of secondary
e~ stional or sensory handicaps,: the condition s progressive - the «nild's
developmentsl gtatus inesitably bacowes worse with respect to other childran
83 he gruvs glder.” (Jensen)

Skeels and Dye (1938) took 2 groups (;f orphaned institutions'{zed mentelly
t<tarded infeats es ex;erinental/countrolled groups. The experiment:l group

V18 given an enriched environment; “hs control group ves lsft in the ward

with little stimulation. By 1942 the exparimentss group geined an sverag- f
$7.5 1.Q. points; the control group lost sn sverage of 26.5 I.(. points.

1966 follow-up studies:

Luntrol Group: . Experimeritsl Group:

Four ati1l {nstitutionslized All self supporting
1 dead after long perfod in {nstitute Hedisn Grade completed - 12th
Average grade completed-lcss then third . Aversge time in insitute - 5 ye:.s

Average time in institute - 22.75 vears. More satisfying life in ull sspe-ts
mesvured

Firk 71958) « chose 81 children, sges 3-8 yesr; 1.Q. range 45-80.

The experimentel group received nursery school training; Control group ao f.r~-

acnool .

Follow~-up covered seversl yasrs.

Results: /0% of sxperimentsl group geined 10-30 points in 1.Q. "
ConZrol zroup 1.Q.°s"decline. '

RUTE: No studies which {nvolved children six ysars or older were sble to tQJJ‘

the grine af Kiel - CVYaalg, I .
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7. Heber and Garber (1975): N
40 iofants with deprivad mothers, with L.Q. of 75 or less.
20 wers given sll day infent dsy cars to sge five.
20 were left st hoe2.
Regults: Major differences in I,Q. appeared st 18 months end continued
to six ysars. .

Follow~up (1978): - ‘e

1.Q.: Expariemental group averags' 100; Control group sverage 80.

8. "In programs of early intervention, children showed substaatial gsins in :
1.Q. and other cognitive measures during the firat ysar of the program, !
stteining the averegs or even exceseding ths avarage for their sge.”
(Broafenbrenner) ) ’

9. Lazac's 1-8 7ear longitudinal study of 14 yearly intervention programs for
disadvantaged children: )

K s

o sal

Findings: I1.Q.'s increased snd then faded by end of third grade, but gsins
resppesred st 7th sad 8th. grades. Special educstion placemant
snd retention decressed for experinentsl group. -

10. "Only 1% of children whose psrents had psrticipsted in s home-based program

ded special education in Stl’g grade compared to 30X of control group who N
needed specis] help in Sth grads.” (John Meier - Office of Child Devslopmeut)

11. Early intervention with deaf childran pravents stereotypic behavior (Northrutt,

"Intervention with deaf ycur .sters befors ths sge of two resulted in thes:
children’s adaptions to normsl classrooms whereas desf children who wers not

ln intervention programs until the sge of three did not make these adaptations.”
(Horton, 1974)

12. "Blind babies must have taciile and suditory stimulation during the first year

of 1i{fa to svoid maladaptive and stereotypic beheviors.”(Fratoerg, 1977)

13. "Boun's infsnts entolled in early intervention progrsms reached developmental
oilestones st or near ages for normsl children, wille Down's children not

in programs wers dslayed from 10 to 40 montha on the same milestor:s. (Hansen)

Cost Benefit: The cost benefit ratio of early intervention usually askes it more
aconomical latar. (Haydsn snd McGinness)

The President's Comission on Mental Health Task Pansl on Prevention, Februacy 15, °

states, "...that as2or primary preventfon efforts must bs focused on pranatsl,
perinatel, fnfency, snd childhood psriods...Top priority for program devalopment.
trsining, snd resesrch in primary preventicn should bs directed towsrds

infents snd young children and their eavironmants, including purticulacy

sfforts to reduas sources of stress and incspzcity snd to incraase ccmpeteacs

snd coping of ths young,"
|
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THE COST EFFECTIVENESS OF SPECIAL EDUCATION

The following studies are illustrativc of the long-term cost effectivcness of
special education services. They point overwhelmingly to the fact that the earlier
intervention takes place, the greater the cost effectiveness in terms of human
productivity and community savings. )

Recently the cost of providing special intervention at various age levels was
calzf:u:?ted {Nood, 1980). The total cost per child to age 18 for four entry ages
as follows:

intervention at birth - $37,273

intervention at age two - $37,600

intervention at age six - $46,816

intervention at age six with no cventual movement to regular ed - $53,340.

Thus, the cumulative cost is actually less the earlfer the interventfon begins.

Schweinhart & Wefkart, 1980 found that when schools {nvest about $3,000 for one year
of preschool education for a child they immediately begin to recover their investment
through savings in special cducation services because children with preschool educa-
tion had fewer years in special education and were retained for fewer years in
grades; and an additional $10,798 in projected 1ifetime carnings for the child.

In another study (Fredericks, Anderson, Baldwin, Grove, itoore & Beard, 1978). 65%
of the varfance in gains mads by two groups of severely handicapped students was
attributed to the number of minutes of classroom instruction provided each day.

A recent review of statistics conducted by Rehabilitator International (1981) in
cooperation xith the United Nations pointed out that "the 1{fetime earnings of
mildly retarded adults {s many times ,the cost of their cducation - almost a 6:1
adjusted for the percentage employed. Educational services can be therefore
Justified on the basis of earnings alone.”

Braddock (1976) using the concept of educatfonal payback, calculated that fncome
taxes alone gencrated from gainful employment of a visually impaired person could
produce savings for the conmunity of $16,304. If savings from the lack of disability
income maintenance were added to this figure, total savings would be $61,144 for
cach visually handicapped person. Long term savings for speech {mpaired persons
totaled $87,076 and for mildly retarded persons, 2'41 +289. (S

A U.S. General Accounting Office report cited in Closer Look in 1980 est(nted",
that with vocational training, 75%.0f physically disabled students and 90% of ! j'l
mentally retarded students are capable, at minimum, of working in a sheltered
workshop environment.

From an economic standpoint it has also been proven that altermative commnity
1iving arrangements are more cost effective than State Hopsital placement.. In! .
Rpri11979, the University of the Pacific, in cooperation with the Valley Mountain
Regfonal Center {n Stockton, did some calculations of cost. Their sumsary of I {1

)

1979 tax expenditures in one example looks 1ike this: \ gy
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g iToi'af hospitatization E;Bt $33,771/year/client !
'To;'a] ca'lmqity cost -| 13,782/year/client :

'
’

t ® 0 .
",i l|.‘l'om savings based on differences $19,989/year/client . by

] . M v

[Even '{¢ allowances for more equitable community rates, better trained staff, wore
stringent standards of enforcement and annual inflation, the total community cost
should be approximately $18,000/year/client. But the tax savings are still abundan
The above amounts include cpsts for special educatfon, without which these persons
would be unable to reu}n in the community.

i e o . .
Severe budget cuts would drastically affect services to handicapped children, 20-50%
of exceptional students would lose services. Necesan services such as speech
therapy, adaptive physical education, transportation, child find,” and cvaluation
and assessment would beidecressed. Pei:onnel would be reduced. Teachar/student
ration would fncrease, ined.uction in special education opportunities will cventually

meap greater social and tax costs. There iS a clear nced to fncrease the
Jevel of upplqrt for al o(mr current special education programs.
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JUSTIFICATICH FOR M1 L ANSION MONNY TIRGUGH

LOUCATION FOR INSAUT PROGPAYS

ent data from the Ad oo Cemmittee on Larly Interveation indicates

between all the state aaencics (Education, ilcaiil, and Developmental

35

SeTviIces) we are curyently werving 583 of the population reaiiring sorviees.

We arc presently serving 21,140 infants 1 Calaforria, houcver projection.:

LY JEE e

based on 3\ of live hirthe indicate that there aic 36,349 infar :S 1n need

of services. (Ad lloc Report P- 27.} This lcaves 15,209 infants unscrved.

At present BEducation spends approximately 51 Lo serve 1,599 infants, pU
comes from the local general fund, 2M from the state IPSU allocations and
2.1 from the PL 94.142 Infant Discretionary runds (anformation from
telephone survey conducted Fall, 1983). This amounts to apiaroximately

$3,000 per child.

Ad Hoc Committee recommendations indicate tnat all agencics nced to capand

their progrims while daveloping an 1teragency aerviee delive Ly Lystoem.

(M hoc Report, p. 28)

Research indicates that carly inteevention from birth can save $16,000 pee
child over the course of his/her «ducation. (A oc Repore, p.10)  Given
the figure of +13,000 pet Child currently .pent 1a ducatio + an incircase
of 124 would allow «ervice, for an addational 4,000 ~ 5,000 vnsorved

infants (only onc-third of rhose which are currantly unserved, see 1l ahw fak

Therefore, at a coat af 124, initially the state would gave e 4 aou

over the child's wlucat tonal yaars. -

O
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EXCEPTIONAL CHILDREN'S FOUNDATION

Fron Chosen

€orty Chacthood Specacis!

DIrecior, Inont Develonment Frogrom

2225 West Adarms Boulevord

108 AnQeles Colforra 90018 « {243) 7351424

WITH THE RIGET TRAINING,
MENTALLY RETARDED ADULTS
CAN WORK TOWARD INDEPENDENCE.

By BEvERLY McLEOD

ne of the unspoken fears of ex-
pectant parents is the possibility °
that their child will have mental
relardation. For most, such -
worries are unfounded. Yet & °
small but significsnt percent -
must face the fact that their child,
indeed, will never develop as normal
children do.

When a child has an1Q of 70 or below—the pointat
which people are considered mentally
ents must abandon many dreams and adjust to their
child's severely limuted prospects. But how limited
must sucha Iife be? Must their child live forever inan
institution or, if st home, be permanently dependent
onthe family or the state?

Until qute recently, the answer seemed to be
“yes.” As Lou Brown, a special educator at the Uni-
verity of Wisconsin, has observed, people withr -
ta] retardation “have been devalued,
their 1ife spaces have been tragically constricted and
many negative generslizations have become embed-
ded in the minds and hearts of millions.”

Consider, for example, the case of “David
Nettlemsan” (all names of people with mental kandi-
caps are preudonyms), 8 teenager with mental retar
dation, His parents, like many others, were told that
he would “slways be 4 child,” and he was treated ac-
cordingly. Even as 8 6foot, 45-pound young man at
s special school, he was never asked to do more than

ttring beads. But today he is receiving on-the-job
training at s bowlisg alley, and he has learned to do

<80
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Using the baikiing restroozs, an EAS
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bome chores that may help him get the
janitorial job he wants,
Or consider the atory of Michael O
tega, & young man with moderate re-
ion who had apent more than 20
years in ;2 institution. His typieal oc-
cupation was rubbing his face and
staring at his hands. Not a likely pros-
peet to be working ateadily for six
I.Clntnduminxtﬁmhonrminin‘

These accomplishments have hap-
pened in part because during the past
decade attitudes toward the abilities
of people with mental retardation have
changed—quietly but profoundly. In
fack, the Association for Retarded Citi-

become selfsupporting is rather new.
Many factors undenie this change,
including grester advoeacy and recog-
nition of the rights and dignity of all
E people. But for those
with mental retardation, one key fac
tor has been the widespread influence
of s successful employment-training
mode! developed by G. Thomas Bella-
my at the University of Oregon about
8 decade ago. The Oregon program
showed that people with severe mental
retardation could scquire the akills
needed for productive work. That ex-
periment and others that followed
raised expectations, first among & few

hers, then througheut the men-

zens now estimates that, given appro-
priate training, 75 percent of children
with mental retardation could be com-
pletely selfsupporting ss adults, pnd
another 10 to 15 percent could be
tially selfsupporting. -

The appropriate training, many ex-
perts now say, involves enhancing
real-world coping skills through metic-
ulous behavioral analysis and modifi-
cation. ‘The techniques are relstively
old, but the determination to apply
them {9 provide greater opportunities
for people with menia] retardation to

Q
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‘al-retardation field. As Robert W.
Flexer of Kent State University and
Andrew S. Martin of United Markei
ing Services in Lubbock, Texas, de-
scribe the change, "... . instead of say-
ing, ‘These people ... cannot learn and
cannot be trained,’ we are now saying,
‘We have not been competent enough
to teach.’ The failing is not with the se-
verely handicapped, but with us.”
The Oregon experiment sparked the
development of many similar training
programs across the country. One of

Services (EAS), in Alexandria, Virgin-
is, which exemplifies the new

approach.

Shartly after 9 a.m., Donna Hodges
wheels herself into EAS to begin her
job of assembling and bagging eircuit
boards. She cannot count, 30 as she
finishes each board, she places it next
to one of the five black circles on Ler
desk. When all five boards are filled,
ahe puts them in a bag and starts over
again. She earns a quarter for every
30 completed boards and Is saving her
money to buy s blouse held on lay-

era! manager of EAS, they look in her
direction but say nothing; most cannot
talk. She and her two assistants circu-
Iate constantly among the employees,
praising and paying them for complet-
ed tasks, guiding and helping them if

necessary.
O’'Bryan ‘akes Ali Mehrabian to s
corner of the room and guides his
hands during a training session in cut-
ting, stripping and soldering wires.
Another ataff member sccompanies
William Jackscn to the for s

the newest is Electronis A bly
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training session in its use. He evalu-
ates Jackscn's progress on 8 chart list-
ing severa! dozen minute steps to be
folowed.

Meanwhile, Robert Antonelli begins
to growl. One of the ataff members
immediately makes him stand facing 3
corneo!thgroom.utsnkitd:enﬁm-

Antonelli, who had lived in an insti-
tation for most of his life, had spent
the better part of his waling hours
growling. During his first month at
EAS, he growled an avarage of 450
times a day. By giving Antonelli a sip
of his favorite coffee whenever he was

ing him in the comer whenever be
growled, O'Brysn limited him to 30
m;ekmthemtuumtdly,lso
on

machine; others order lunch at 3 near-
by fast-food restaurant by holding up
pictore cards showing hamburgers,
french fries and soft drinks. Hodges
collects her quarters and pays another
installment on her blouse.

The city of Alexsndris hired
0"Bryan to set up an employment pro-
gram for its severely iatarded 2c t2.
“We don't have s minimum IQ require
ment bere,” she asys. “We have »
maximum. None of the employees has
an IQ above 35, and many of them had
lived in institutions for years.”

At first it was chaotic, she recalls.
The staff members kept popeorn in
their work aprons, ready to pop into
aoyone’s mouth who was quiet for
even & few seconds. But within only
four months, most of the employees
had become quiet and productive, and
they are now, only & few months later,
doing increasingly complex tasks.

pgemdmployment"mnm,itpro-
vides ‘shatever ongoing support is
pecessary to enable people with men-
tal retardation to {ind and keep jobs.

276

Some programs, like EAS, employ 3
small group of people with mental re-
tardation who do subcontract work fur
larger companies. In other programs,
& group of separately supervised em-
ployess works together at a larger
company. “Competitive employment”

provide transitional training

programs
and short term support to prepare peo-
ple for independent employment, then
place them in regular jobs that pay &
minimam wage or better.
Many eympetitm employment pro-
ith standardized

grams dispense with

tests to determine akill levels for spe-
cific tasks. Because auch tests, de-
signed for the physically handicapped,
do not accurately predict job success
for peog e with mental retardation, cli-
ents are often placed directly in the ac-
tual job sitvation, then assessed as the
training proceeds “This is & aignifi-

retardation, Jameson also needed t
Jearn social skills, such as smiling and
greeting her coworkers. People who
have lived in institutions often do not
learn how to intersct with others of to
care for themselves in socially scoept-
able ways.

NSTEAD OF SAYING, THESE PEOPLE
CAN'T LEARN,” WE NOW SAY, ‘WE HAVEN'T BEEN
COMPETENT T0 TEACH’ THE FAULT IS NOT
WITH THE SEVERELY HANDICAPFPED, BUT WITH US.

cant departure from traditional place-
ment approaches, which require the
client to be quite ‘job ready,’” says
Paul Wehman, director of the Virginia
Commonwealth University Rehabilits-
tion Research and Training Canter.
“And it has been crucial to making our
track record successfr] with clients
traditionally excluded from services.”

Many of the new employment-train-
ing programs rely heavily on the tech-
niques of behavior analysis and modi-

nonhandiczpped perf.
then tcach their trainees to follow the
same procedures.

When Susan Jameson went to work
in & besuty salon, her trainer broke
down the job of collecting and washing
towels into 85 ateps, drying them into
another 32 and folding and putting
them away into another 100. Training
was initially very intense, but Jumeson
now works on her own with only an oc-

Like many other people with mental

282

and a lunchbox. One clock showed
trainees when to go to lunch and the
other showed when to return to work.
By matching the cards to & wall clock,
trainees ware able to keep to the work
schedule even though they couldn’t

Similar “shortcuts” are used at
EAS. Hodges, for example, uses the
five black circles on her desk to help
her “count,” and employees can buy
Big Macs with their picture cards even
if they can't asy the words. Instesd of
spending hours painfully trying %0
write, clients ¢an use a name stamp to
cash their paychacks.

How successful are thess employ-
ment-trainitg programs? Though
many are new, they promise grester
success than traditions] aheltered

ing; peopl
force—and at higher earning levels.
Federally funded in the 1950s, shel-
tered workshops were intended ss
transitional training centers to
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trainees move into the job market. But
only sbout 10 percent of sheltered-
workshop clients are placed in compet-
itive jobs each year, and few have se-
vere retardation.

Other programs, called “activity
centers,” usually serve people with
1Q’s below So—mditiompy seen s
t00 severely disabled for Competitive
work and ineligible for vocationa)

.

Such day programs were expanded
by 600 percent between 1972 and 1979,
parily due to deinstitutionahzation,
and now they are serving more than
100,000 people. Not surprisingly, very

Q
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few clients move on to higherlevel vo-
cational programs.

In contrast, competitive employ-
ment programs, which serve a similar
clientele, have done much better. In
three projects supervised by R. Timm
Vogelsberyg, s special educator at the
University of Vermont, clients had
been classified ss “mentally retarded,
severely disabled and unemployable”
by traditional vocational rehabilitation
services, Despite these dire labels,in s
five-year penod, 70 percent of those
placed were still on the job.

In 8 similar time span, Wehman and
his colleagues have placed 145 people

.. DON'T WRITE SIGN THEIR

Ut
WORKERS
BUY BIG MACS WITH
PICTURE CARDS; THOSE WHO

CHECKS WITH NAME STAMPS,

‘in competitive employment, which
Wehman defines as “working for st
Jeast 3 minimum wags with nochandi-

“eapped workers and with né subsi-
dized wage in any way.” These people,
with a median IQ of 48, were slso con-
sidered unemployable by traditional

itative services. But they are
Bow working in hospital lacndry
rooms, medical -equipment manufac-
turing facilities and food-service set.
tings. They have been on the job foran
average of 15% months, compared to
Jess than five months for their non-
handicapped counterpasts.

The earnings of trainees i the
Dewer programs are equally impres-
sive and have potentially profound
worbI::i; loye i

employees eam an sverage
of only 80 cents an hour, or little more

than $400 per year. Activity centers, Ii-
censed to serve only “inconsequential
producers,” by law cannot pay their
clients more than 25 percent of the
minimum wage, Some states do not al
low sctivity-center chents to earn any
money, and even in thse that do,
“work for pay is viewed a3 primarily
therapeutic, rather than as s means of
support,” sccording to Flexer and
Martin. The Department of Laber esti-
mates that clients in such centers eam
an sverage of 33 cents an hour, or $160
per year.

The employees of the Olympus pro-
gram in Seattle, all of whom have s¢-
vere mental retardation, earn more
than $100 monthly. Started in 1977 as
8 community replication of the Univer
sity of Oregon‘s Specialized Training
Progran (the model for EAS as well),
Olympus does electronics sseembly
work for several firma. Because of em-
ployees’ earnings, the state was able
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Goal in sight: An EAS traines buys on laysway in's mesrby
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to reduce their support from s daily
average of $22.50 per person to less
than $10.

Money is & big issue for these em-
ployment programs. Federal and state
governments will spend more than $14
billion this year on services to people
with mental retardation, primarily to
those with severe impairments in insti-
tutions. A substantial amount of Sup-
plemental Social Security Income (SST)
payments goes specifically to unem-
ployed workers who are mentally re-
tarded. In al), 8 percent of our gross
national product 1 spent on disability
programs. Many experts in the men-
tal-retardstion field believe that these
enormous costs are likely to skyrocket
unless policies affecting the employ-
ment of people with mental retarda-
tion change significantly.

Menta] retardation is 3 problem that
will not go away soon. One tn 10 Amer-
icans has 3 meatally retarded family
member, and the rate in the United
States—3 percent of the population—
(6 mullon Americans)—is nsing.

As th~ public burden of su sporting
adults with mental retardation grows,
30 do the economic benefits of the new

programs. Intensive, individualized
and ongoing training ‘ends to be ex-
pensive. But advocates contend that it
is less expensive in the long run than
tota} pubbic support. A review of six
supported employment programs in
Oregon and Washington found that
they cost 20 percent less than tradi-

ment programs range

$7,500, but that is a one-time cost, af-
ter which most trainees become at
least partially self-supporting. The 145
clients of Wehman's competitive em-
ployment program have earned more
than $900,000 during & recent five-year
period and have paid $126,63¢ in taxes.
The average employee earned $4,500
per year—slmost equaling the public
cost of maintaining s person in an ac-
tivity center.

The cost of training is recouped in
four years, and dunng 3 Ufetime 3
worker will earn more than $10 for ev-
ery dollar spent in tr .aing. That per
son will also contribute $530 yearly in
taxes.

Despite the many arguments favor-
ing widespread adoption of the newer

284
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payment recipients "are at least trying
in return.”

Seme researchers and activists are
focusing their efforts oa state-level re-
form. Because 8 pioneering program
st the Univensity of Washington
showed that adults with moderate
retardation could succeed in
employment, the state of
Sas now made it public
support employment pro-
wnhmulreurdn
fuuding  policies were

HUWLEL
i

gie
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i moving people out.
“That one change in state law has had

tardation than anything else we could
have doce,” says James Moas, exploy-
gdrmining program director ukt.bo

niversity of Washington. “T: broke a
monopoly that profited more from
keeping people on the welfare rolls
than in getting them off. If this were
bappen naticnwide, the impact
would be phenomenal”

Efforts to provide betzer job train-
ing and work placement for adults
with mental retardation have a coun-
terpart in the sphere of public educa:
tion. Since 1975, children with handi-
caps have been eatitled to free public
oducation. The first wave, nearly
100,000 strong, is now finishing school
umu;a:l to face an adult service sys-

-3

develop programs to ready such stu.
dents for the workpiace.

In Madison, Wisconsin, 8 transition
teacher and several vocationa! teach-
ers york closely with community
agencies to provide training, place
ment and follow-up services for stu.
dents with mental retardation. Before
the program started, only 1 of the d:s-
trict’s 53 graduates with severe ~-.idi-
caps worked in a nonsheltered envi-
ronment. Since it began in 1979, 47 of
61 graduates have found jobs in the
community. The program saves tax.
Ppayers more than $3,000 yearly for ev-
ery person working in a regular job.

Bat this program is still an excep-
tion. Most school programs concen-
trate on teaching the alphabet, rote
Jearning and working on puzzles in-
stead of on developing good work hab-
its and attitudes, sccording to Paul
Bates, special educator at Southern I}-
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N A LIFETIME,
A WORKER WITH
MENTAL RETARDATION CAN
EARN MORE THAN $10
FOR EVERY
DOLLAR OF TRAINING.

linois University at Carbondale.
Three schools in Montgomery Coun-
ty, Maryland, are providing the kinds
of functional training essential for in-
dependence. Students with mental re-
tardation spend sbout half of each
school day learning how to ride public
buses, shop for food and cook hunch at
classmates’ houses. They als attend

O'Malley, while living in a private resi-
dentia] achoo! with sutishe and men-
tally retarded children, had hardly spo-
ken a word. Now she sings in the
school choir, gossips with her friends
and works in & movie theater after
school.

The “behavior problems” seen in
youngsters with mental retardation in

matically when they are surrounded
by models of normal behavior. Jack
Hanson's perents and teachers had
tried unsuccessfully for 17 years to
get him to stop drooling. But when his
boss ata fast-food restaurant told him
that he would have to shape up or be
fired, Hanson stopped drooling in po
time.

Good schoo! programs such as these
may supplant intensive job training
for many aduits with mental retards-
tion in the future. They will also heip
nonhandicapped youngsters learn
more about with mental retar
datiun. Special educator Brown says,
“The best way for {all kinds of people
to learn] to function effectively with
people with severe handicaps is to
grow up and attend school with them.”

Such experience is even more crucial
for those nonhandicapped students
who will one day have children with
mental retardation, says Brown. In his
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“Before the introduction of substaz-
tia] welfare [benefits], it was question-
able whether this society could aﬂord

ers. “Today it is clear that ac« oty ean-
not afford not to p:ovide such
training.” n

Beverly McLeod 1s & freelance science
writer in Santz Clars, Californis.

For Purther Informction
For free information on mental
retardztion and
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SERVICES FOR INFANTS WITH SPECIAL NEEDS IN CALIFORNIA:
OVERVIEW AND RECOMMENDATIONS

YYD

Intant Development Assoclation
3750 Martn Luther King, Jr Boulevard, Los Angeles, Calforra 90008
MARCH, 1983
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FOREWORD

Purpose of Report

This report is intended as an introduction for professionals,
parents and other decisjon makers. It describes the many infants
in California whose special developmentsl needs warrant early inter-
vention services. It describes principles, organization and pro-
blems common to several hundred, very Qiverse infant development
programs in the state.

This report also is intended as a strong statement. It docu-
ments our knowledge of and belief in the value of infant develop-
ment programs. It identifies the problems of funding and coordina_
tion which limit the preventative potential of early intervention
in California.

Authors of Report

The report is based in large part upon “A Report: Task Force
on Funding and Quality Standards For In“ant Development . This report
was prepared in 1977 by seven directors of Bay Area infant programs.
The state is indebted to these seven people for their commitment and
clear statements which still hold true more than five years later.

The Task Force Report was reviewed by hundreds of people in-
volve with early intervention programs arcund the state $n 1982,
updating those areas in which our knowledge has grown. Through
the Northern Californias Infant Network and the statewide Infant
Development Association, contributions to this report have been
made by those working with infants and families in programs in
private. non-profit agencies. hospitals, public schools, universities
and child care programs. These programs serve the diverse population
and cultures of California, urban and rural, rich and poor educated
and not. General consensus from so many diverse programs jdentifies,
in the following pages. what is really essential to helping the
infant with special developmental needs attain full human potential.

Copies of this report are available at cost by contacting the

Infant Development Association at 3750 W. Martin Luther King Boulevard,

Los Angeles, California 90008, (213)290-2000.

Nawed Swek

Fran Chasen ¥ancy Sweet
Infant Development 2?ssociation
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INTRODUCTION

Historical Perspective

Within the last 15 years in California, infancy has been re-
cognized as a critical time for the treatment and prevention of
handjcapping conditions. Unique community programs have been
created to enhance the developmental outcomes for babies with dsvelop-
mental disabilities. or who are at hiah risk becsuse of medical
problems (such as prematurity) or environmental problems (such as
child peglect). Xnown as infant development or early intervention
programs, these services have taken different shapes in different
settinga. Though they differ in many vays, infant development prc-
g-ams share & common purpose: to help the baby with special needs
attain full developmental potential, and to aid the baby's family
in accepting, caring for and teaching the special baby.

Concern for the developmentally disabled and at rick .nfant
comes from many different perspectives, professionals and agencies.
A3 a result, infant development programs in California may be found
in a variety of private non-profit community agencies, in public
schools, in hospitals, in child care settings, in parent aponsored
organizations, and go forth. Responsibility for services to infants
currently cute across a number of major state agencies in California
(Health and Human Services, Education, Davelopmental Services). In
many communities and for certain types of special developmental
needs there are no services yet available. Thare is growing aware-
ness of the pred for a statewide plan and approach which assures
the availability of appropriate services for infants with special
developmental needs and their families. Many other Ltates already
have state plans and comprehensive service systems for this population,
We believe that infants with special reeds in California also have a
right to services.

E In t

A growing body of evidence supports the benefits of early inter-
vention for children with special developmental needs. Although
initial costs of these programs are high, they result in long-term
gains to society, both in dollars and in human potential.

weikart (1980) calculated a 248 percent return on the cost of
two years of preschool in reduced special education costs ~nd in-
creased liftime projected earnings. A study by Wood (1981) found
that the rosts of education for handicapped children increase as
early intervention 1s delayed. She found custeantial cost savings
when intervention begins at least by age two, and maximum savings
when intervention begins at birth.

savings cf human potential are even more gignificant than dollar
savings. Many children can achieve higher levels of academic and
social functioning;and some who would have required intensive special
education are able to progre.o in regular classrooms with little
special assistance. Many of the children benefitting from early
education programs have been found better able to go on to be happy
and productive members of their family and society. instead of being
relegated to institutions as they were just a few decades ago.
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The bencfits to society of early intervention are not limited
to increased academic potential of the infant with special needs.
As the Comptroller General's Report (1979) stated: “The costs of
preventable infant mortality, mental retardation, handicaps. child
abuse, emotional handicaps, and lost human potential cannot be
measured in dollars... We believe effective early childhood and
family develomnent programs can reduce those problems” (pg. 79).

These and other studies of the efricacy of early intervention
have beesn reviewed in several recent publicaticns. These include:

1. Early Intervention For Chjl)dren With Special Needs

and The miljes: indings and Recommendations 98).

A monograph prepared by INTER-ACT, The National Committee

for Services to Very Young Children with Special Needs

and Their Families. Available from the Technical Assistance
Development System (TADS) 500 NCNB Plaza, Chapel Hill, North
Carolina, 27514.

2. The Efficacy and Cost Effectiveness of Early Ecucatjon

£ di 4 n., 1982. Avail-

able from the California Department of Education, ¢lfice of

Special Education, 721 Capitol Mall, Sacramento, California, 95814.

3. Benefits of Early Intervention for Specigl Children,
1982. by Pamela Bailey and Pascal Trohanis. Available
from the Technical Assistance Development System (TADS)
500 NCNB Plaza., Chapel Hill, North Cniolina, 27514.

4. Infants Born At Risk, Tiffany M. Fields, et al (Eds.)
New York: Spectrum Publications, 1979.

5. Policy Considerations Related To Early Childhood

Special Education, 1982, by Barbara Smith. An ERIC
Exceptional Cchiid Education Report. Council for Ex-
ceptional Children, 1920 Association Drive, Reston
Virginia, 22091.

E N enti rvige, n

Four recent surveys and studies document the unmet needs of
the special infant population in California. The first comprehensive
statewide survey of programs serving infants with special development-
al needs was completed for the State Council on Developmental Dig-
abilities in October, 1981. This survey identified 190 programs
which were providing developmental/educational intervention for
6000 predominately disabled or handicapped infants, and 99 programs
vwhich provided developmental assessment and follow~-up services for
predominately at-risk infants.

The Developmental D.sabilities Ccuncil survey concluded that:

1. "Providing services to developmentally at risk and
delayed infants is a complex endeavor requiring the in-
volvement of medical, developmental, educational and
psychosocial professionals".

2. "A general model for proving infant development

services is shared by a majority of programs serving
these infants”.

O
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3. "A majority of programs indicated that funding was
usually inadequate both in amount and in duration".

4. “If services are to be sustained and improved,the

issues of funding, interagency coordination of services,
transportation, physician referral, and parental acknow-
ledgement of their infant's problems must be addressed".

A second statewide survey was completed recently for the
California Department of Education of Lirdicapped infants and pre-
schoolers being served by public school programs. In addition to
analyzing types, costs and availability of special education
services, this survey attempted to project the size 9f the unser-
ved population in need of such services. It concluded that only
a small fraction of infants in need of services were receiving them.

A third survey was completed on behalf of the Nerthern California
Infant Network in September, 1732. Using a conservative estimate of
2% of the infant population as developmentally disabled or at risk
for developmental disabilities (by school age an estimated 10% re-
quire special educztion), this survey found that at best only 40%
and more likely only 20% of that 2% were receiving early intervention
services. The survey zlsoc discovered that services were fragmented
ard isolated, and that even a list of early intervention programs
did not exist.

A fourth relevant study is a report prepared in June 1982 by
Maternal and Child Health on the High Risk Infant Follow-up Project.
This report summarized results from nine model programs which provided
home intervention for high risk newborns leaving Intensive Care
Nurseries between 1978 and 1981. The report concludes that home
intervention can result in a savings in hospital costs mer baby of
$2,118. A second conclusion 1s that home intervention is a "valuable
service in provading medical, emotional and educational support to
the high risk infants and their families., which i1n turn., promotes an
atmosphere where the infant can develop to his maximum potential.
Incidents of child abuse, neglect and improper care are greatly re-
duced...". The report recommends expansion of home intervention
services statewide to an estimated 10,000 high risk infants.

In summary, each of the four most recent surveys or reports
on services to infants with special needs indicates:

1) cthere are a significant number of developmentally

disabled and at risk infants whose needs are not being

met;

2) additional funding is needed to serve those infants
appropraately:

3) better coordination of services to th.s infant
population is also nceded.
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Survey ) ferences

A_Statewide Survev of california Programs Serving
Infants With Developmental Needs, October, 1981, Richard

i Develop-
Weisbrod, Reseach Consultant. State Council on
mental Di-abilities, 1600 9th Street, Sacramento, Ca. 95814.

Early Intervention - A Working Paper: Baseline Information

on E tervention r in the California Pub
S System, 198l1. Available from Planning Associates,
2011 carol Street, Suite 4, P.O. Box 549, Merced, ca. 95341.

e Directo Early Intervention Pro ms_in_
Northern Califormia, 1982. Prepared on behalf of the
Northern California Infant Network by Nancy Sweet and
Diane Lazzari. Available from the authors at the child
Development Center, Children's Hospital Medical center,
51st and Grove Streets, Oakland, ca. 94609%.

t _To th t High Infant ~U
Mmmmmui c

h t d slies in California.
Maternal and Cchild Healt* Branch, Health and Welfare
Agency, June, 1982.
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INFANT POPULATION SERVELC

who Is the Infant With Specia) Developrenta] Needs? -

In simplest terms, three categories of infants can be jdentified
as having special developmental needs, though these groups frequently
overlap.

1) the developmentally disabled, delaved or handicapped
infant. These infants are the primary recipients of
early intervention services. These are infants with
identicied congenital disorders. sensory or motor impair-
ments, neurological dysfunctions or significant delays

in ohe or more majcr aspects of development (cognitive,
language., social-emotional, gross and fine motor develop-
ment, adaptive self-help). Atypical developmental
patterns create special needs which may continue through
out the children's lifetime, requiring special education
and community support.

2) the medically or bioloaically at risk infant. This

is the infant for whom early health factors are known

to be a potential threat to developm2ntal outcome. The
significantly premature or otherwise chronically hospital-
ized newborn is the most frequently found medically at
risk baby, though other medical problems can also re-

s1lt in 1mpaired developmental outcomes. While many of
tnese babies have a higher risk of subsequent developmental
preblems, the majority have the potential for normal
development.

3) the environmentally at-risk infant. This is the

i1nfant for whom the postnatai enviroament., and specif-
1cally a dysfunctional parent-infant relationship, threat-
ensthe 1nfant's developmental outcome. Environmental risks
may include child abuse., child neglect or an inability to
provade the nurturance whach an infant ueeds to attain
optimal development.

Eligibilaity For Early Intervention Services In Calafornia

El.gibilaty criter:ia constitute a key concern for infants with
special needs. Different state sources of funding impose diiferent
eligibility criteria on early intervention programs. As a result.
an i1nfant eligible for services in one area may not be eligible for
the services which exist i1n another. A second result is that certain
types of infants, even with known handicapping conditions, cannot be
served 1n some 3areas.

According to the statewide survey completed by the Developmental
Disablities Council cited earlier, the majority of intervention
services for infants with special needs are funded through the Region-
al Center systemand the state Department of Developmental Disabilaties.
Eligib.lity 1s based on meeting the state definition of a developmental
disability, though some Regional Centers are funding services in a
high risk category.
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A second major provider of gervices to the developmentally
disabled or handicapped infant is special education. Special
education for children under age 3 is permissive rather than man-
datory under Californ'a's State Master Plan For Special Education.
Where infant programs are found in public schools eligibility is
determined by "intensive educational needs*". Specific eligibility
criteria for infants and preschoolers under four years, nine months
to receive special education have been implemented recently by
tne Department of Education.

Other services for infants with special needs are available
through the health department. These include the High Risk Infant
Follow-Up Projects. referred to earlier, which have specific eligi-
bility criteria. Other services are available to cCS eligible
infants, including both handicapped and “normal high risk” infants
who meet relevant eligibility criteria,

Sti1ll other eligibility ecriteria exist for handicapped and
environmentally at risk children who receive childcare/child develop-
ment programs through the Office of Child Development in the De-
partment of Education. Private charitable organizations provide
services to yet other groups of infants with special needs applying
other specific sets of e¢ligibility crateria.

Gaps in services and chronic funding problems result from
these different eligibility criteria and service delivery systems.
These are two major current problems in services to infants with
special needs. A third major ,roblem is also related to eligibility
criteria and funding mechanism: services are not adequately pre-
ventive, Special education services and many Regional Center funded
programs cannot admit a baby unless and until clear handicapping
conditions are diagnosed. The at risk category is generally avail-
able currently for services only for infants who are ICN graduates.
Many infants with emerging delays and a variety of other risk factors
which are likely to result in delays are ineligible for services
when services might prevent some of these problems. Diagnoses and
the extent of handicapping conditions may not be certain during
the first years of life, so greater flexibility of eligibility
criteria are needed than in later vears.
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PHILOSOPHY AND STRUCTURE OF INFANT DEVELOPMENT PROGRAMS

Although there are differences among early intervention programs,
a basic philosophy and model distinguish these programs from other
services for young children and families. The commo: components
of early intervention for infants with special needs are as follows:

1. Infant intervention programs provide assessment and
treatment designed to enhance the de¢velopmental progress
of the infant with spccial needs.

2. Infant intervention focuses on the individual needs and

strengths of the infant., and on wvery factor which influenc-
es those needs and strengths, including health., physical en-
vironment, family relationships and so torth.

3. Infant intervention programs modify the environment and
experiences of the infant in order to match the infant's
davelopmental stage and then promote progmsess to the next
developmental stage.

4. Infant intervention programs make active efforts to
1nvolve the parent in planning and providing the develop-
mental program for the infant. Mos’ ard family-centered
rather than child-centered.

5. Infant intervention programs provide emotional support,
guidance, information and counseling to the parents in order
to enhance their resources for caring for an infant with
special needs within the family context.

6. Infant intervention programs generally provide a com-
bination of home and center-based services flexibly se-
lected to meet the needs of infant and family.

7. Infant intervention staffing and services are generally
multidisciplinary and frequently transdisciplinary, com-
bining education, nealth and psychosocial expertise and
services.

8. Infant intervention programs rely on staff who are
1nfant specialists, with expertise i1n normal and atypical
i1nfant development, and in work with families.

9. Infant intervention programs are usually small (10-50
families) and reflective of tneir community's composition
and needs.

while there are different service components and approaches

within this general model, basic and minimum requirements for high
quality infant development programs can be 19antified:
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1. Staffing
A. Structure apd Qualifications
1. Staff should be infant development specialists,

with expertise in normal and atypical child develop-
ment, appropriate intexvention techniques, work with
families,and relevant community resources. This ex-
pertise is obtained from higher education, inservice
training and/or working experience with the birth to
three year population. These competencies have been
described recently in a monograph: pBasic Competenc-

n Ear erventi Programs:
Gujdelines for Development. Prepared by INTER-ACT,
The National Committee for Services to Very Young
Children With Special Needs and Their Familics.
Available from TADS, 500 NCNB Plaza, Chapel Hill,
North Carolina. 27514.

2. staffing should be multidisciplynery, combining
essential developmental, psychosocial and health pro-
fessionals and services (either on staff or through
active coordination with other agencies or profession-
als). The variety and balance represented by these
major categories is important. Available professionals
should include. a) pediatrician ard other physician
specialists as inaicated: b) public health nurse; ©)
psychologist: d) speech and language therapist: e)
developmental or educational specialist: f) physical
therapist: g) occupational therapist; h) social

worker: j) nutritionist. Not all of these need to be
on staff but all should be available at least on & con-
sultant or referral basis.

3. Staffind should be trancdisciplinary, using a team

approach in assessment, program planning and review,

and service implementation. Since many families of
infants with special needs suffer from fragmented. some-
times duplicatel services, multiple professionals and
agency involvements, and conflicting advice, one staff
member should be identified as the primary and consistent
intervenor, if at all possible. The primary staff person
then incorporates the skills and ongoing recommendaticns
contributed by each team member into the individual
infant's program.

4) The parent must be enabled to be an active, par-
ticipating teammember. Studies of the efficacy of early
intervention show that programs are most effective whe.
the parent is an active participant in the planning unc
implementation of a developnental program for their ine-
fant. Parents and family are the primary developmental
influence during the infancy period. Parents are the
best source of information about their baby. The ob-
servations, values, needs and role of the parent are
essential team contrabutions.
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B.__Staff Functions
1. In y u '
aporon a velopmental.
and he when appropriate,

the infant should be seen by the team together rather
than by esch member separately. Staff must be sensitive
to the optimal assessment process for esch infant and
parent.

2. An initial and onqgoing program vlan (IPP) should be
Vi Lo H n
participation. The plan should include general develop-
mental goals for the infant and needed services for the
infant and family. Parent(s) should get copies of
written assessments, reports and plans. Formal and in-
formal staff and parent-staff conferences should be
scheduled to keep the IPP u)» to date.

C. Other Staffipa Considerations

1. The staff should reflect (but not be ‘imitced to)
the ethnic composition of the community it sexves.

2. ongoing inservice training. cohtinuing educition
d should be available to staff to
maintain professional compctencies and effectiveness.

I1. Service Deljveryv System

1. Mos s e r ve t pr will

bas entg. Home
programs are essential services during the infancy
period since they provide individualized time with
each infant and family. Home programs deal with the
infant and family in their own environment, and reach
out to all families. Center program components can
be equally valuable in opportunities for interactions with infants and
families and program staff. Group programs often
offer opportunities for formal and informal parent-
to-parent support. which can supplement and complemei.c
rtaff-to-parent support.

2. Xn_home and center service components, a family

hap_child-centered approach is needed. The
whole fam.ly is part of the infant's learning environ-
ment and should be recognized as such in the infant's
program Pplan.

296




E

291

A, Hore-Based Component

Home based services permit highly individualized work with
infant and family in their own setting. The ongoing relationship
between staff and family developed in the home frequently is the nvy
factor in the efficacy of the «arly intarvention proqram. Home
services are vital for young, medically vilnerable, “hrenically
111 or easily overstimulated infants. They may also b essential
for families who are not able to participate in center programs.
To be most effective:

Home visits should be consistent t, with g frequency

1)
La fami ds. Most programs iind one visit
per child per week most satisfactory.

2) e ip vis uld
include:

a. observation of infant behavior and developmental
progress;

b. de; n of developmentally
appropriate activities for the infant which
involves parents, siblings or other primary
caregivers:

c. mqnum_mma,siblmos and other
Primary caregivers which positively reinforce
their own developmental skills and activities
with the baby:

b. djscus of erns related to
the infant and famiiy, jaint Problem solving,
and support for the parvnt in coping with
the baby's speciai needs.

3) 8i visitor (usually the
pPrimary intervenor) for the program should work with each
family, so that an ongoing relationship can be formed .
The home visitor can coordinate joint or individual home
visits by other team members as needed.

4) w t ides _gh b ft with ¢ aren

in carrying out developmental activities between home vigits.
Parents should be eéncouraged to consalt with the home visitor
between home visits as needed.

S) The home Program should make use both of play materials
found in the_ hone and toys and gducational materials from
the program's toy lending library.

6) ould t su ent staff time
d 1 reimbu en e visits.

P{fC 2977
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B, Zenter-Rased Components

Center based praaram components involve bringing the child, with
or without parent, to a central facility. The center may be in schovl.
medical, church or other facilities. Accreditation/licensing standards
for facilities and staff unique to in€ant procrams need to be developed
and applied across agencius statewide.

Important components of center based programs include:

1. Adeguate physical facjlity for center gctivities
which includes,

a safe, adequate and appropriate inéoor and
outdoor activity space. organized and equip-
ped for an infant population, and with ade-
quate storage space.

b. small rooms or partitions to permit quiet
individual work with each infant

c. availability of kitchen and bathroom facilities

d. cbservation arrangements which may include a
cne way mirror and/or plans for incorporating
visitors into group activities

e. office space for staff which allows for privacy
in respect for client confidentiality

£. dascussion and meeting space for parents and staff
g. a lending library of toys and books for families

2. Transportation is advisable either by bussing, car
pools, volunteer drivers or by some other way that makes
the program accessible to all families. including those
without cars, or uccess to public transportation.

3. Parept participatiop should be encouraged on a regqular
basis. Through regular particapation parents can: receive
assistance 1n working with their own child, learn about
other children., talk with other parents, interact with
staff, and offer information about the child.

4. opportunities for resmite for the parept, A

center Frogram can offer the parent needed respite from
constant care of an infant with special needs. Depending
on the needs of the infant and parent, and resources of
the program. respite may be offered for the whole dur-
ation of the program or fcr brief pericds during the
program.

5. aAdequate adult: infant ratio. Depending on the develop-
mental age and needs of the infant this will range from

one infant per adult to no more than four-five infant per
adult. Adults who make up this ratio can include staff,
parents, consultants, paraprofessionals and volunteers,

but there must be acdsquate planning, training and super-
vision by staff. <¢Tach infant should have opportunities for
individual developmental activities with staff.

<298




293

6. Qoportunitius for socj: tion an 1

fapts should be included 3s well as struc-
tured group and individual activities.

7. Imgduwmﬂmmm g in_emergency
Lirst aid procedures 15 needed:

€. Flexible Celivery of Servjces

Flexible and immediate services are essential to the prevencive

success of early intervention with infants with special needs and
their families. Funding mechanisms across state agencies must per-
mit such flexibility. Currently these mechanisms represent a
Primary deterrent to effective early intervention services,

ERI

1) Rigid ibjlit a e o) £ the

i n ulation. Funding for services must not be tied
to rigid definitions of extent Or type of handicap. Diag-
rostic¢  procedures may require considerable time, and the
extent and nature of handicapping condations may not be
clear for several years. Infants with identif{ec or sus-
pPected develoomental problems should he admitted for
services immeciately, even if on a8 provisional basis.
Statewide elagibality craiteria need to admit ail disabled/
handicapped infants. Statewide eligibility criteria need
to be developed to enable appropriate Preventive interven-
tion services for medi~slly and eLvironm ntally high risk
infants,

2) Servaces_must_be flerible to mee. the needs of the
infants. Funding models must permit individualized sersices,

The days, hours and types of services should be determined
by the age and readiness of the infant. Lony bus rides
and long separations from the family generally are not
appropriate. When service Ccomponents are designed to meet
respite and child care needs of work’ng parents, programs
must be designed to meet the infant's peed for rest, ex-
ploration. ang consistent caregiving. Infant needs also
wili chatge as the child gets older.

3) gerviges Iust be tlexjble to meet the needs of parents.
Funding mcdels should support early intervention services

for the parent asg wel) as the child. The types of services
provicded, and the times gt which those serices are pro-
vided should be determined, in part, by the needs of the
family. The commitment to involve parents (particuiarly
working parents) and family members may require some
flexibilily in hours, and some evening and weekend gervice
camponents,

4, Expectations of parent involvement must be flexible

Parents vary widely in the ways in which tney can benefit
most from participation in an infant development proqram.
While all parents should be involvead, they may need to be
involved in different ways at different times,
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5) Servyices must be flexible to meet crisis and family
infants with special

and their funilies. Funding models must permit
programs to vary their services to families when nceded
to accomodate such events as:
a. hospitalization of the infant
b. personal, marital and other family criges
c. respite care, temporary or permanent out-of-home care
d. death of the infant, and the need for continued
support to the family
e. family needs for a temporary reduction in outside
agency involvement
€. birth of additional children
g. parent needs to return to work

6) Djifferent service medels are nesded, which corres-

pond ¢ ant . and community needs.
Funding models must support the availability of different
service models. Infant development progi’ams are most
effective if they remain small (10-5C families) and re-
sponsive. No single program can provide all services

to meet all infant and family needs. Instead different
models which provide different types of services need to
be encouraged and supported. No single model should be
established as the only servic- for infants with special
needs and their families.

II1. Parent Involvement Gomponent

while research has shown that parents must be active participants
in order for an early intervention program to be most effective,
parents may be active in many ways. Parents should be encouraged
but not forced to participate in as many ways as they feel comfortable:

1) home-based developmental activities with the irfant

2) center-based developmental activitiecs with the !nfant

3) center based developmental sctivities with other children

4) individual and group counseling

5) informsl parent support groups

6) parent educaiion programs

7) social affairs with staff and parents such as picnics
and potluck suppers

8) participation in infant assessment, program planning
and evaluation

9) joint participation with o her primary care providers,
including other parent, grandparents, child care providers

17) membership on prograa's board of directors or advisory
committee

11) community education and fandraising groups

12) making toys and equipwent for the program

13) participating in advocacy efforts for services to
children with special needs

30y




While st aff paperwork requirements should be kept to a minimum
to allow the greatest use of gtaff time for service delivery,
adequate record keeping and evaluatjon procedures are impcrtant
to the quality of the program: .

1) ess

red, (with signed consent by
the parent.with physicians, preschool programs and other
agencies providing services to the infant.

2) n fants and families
- No records should be shared wjthout
the written consent of the parent.

3) u fectiveness of program
sery hieved at least by reviewing infant
assessments, IPP's and longitud.nal follow-up, as well
as by reviewirg indicators (both formal and informal
indicators) ¢f parental satisfaction and participation

in  program services.

v, Community Qutreach, Supplementary Services and Placement
Components

Community involvement by the infant development Program §s
essential 1n order to: edycate professionals and parents about the
need for early 1dentification of infarts with Special needs; obtain
needed services for participating families; and assist appropriate
placements of Program graduates in preschool procrams and other
services.

1) The infant pro am st make efforts to educate
th rof

both € _brofessionyl and public community about the
Special needs of these anfants and the resources aveil-
able. This can be done through brochures, media cover-

age and other techniques.

2) rhe anfant Rrogram should keep physicians and other
2gencies gerving the infapt informed about the progress
and services to the infapt with special developmental
needs. wWith the written consent of the parent, copies

of infant assessments, program plans and other records
can be sent on a routine basis.

3) The infant pro ilould be well fnformed about

subplementy] community resources for infants and

families, apd should assist participating families
n_cont n d i use of se sources.

Such services may include primary health care, finan-

cial and housing assirtance, mental health and child
care resources, and so forth.

4) mmm@w“the familres

of infants leavang the Rrogram ain identifying and
Qbtaining appropriat t_programs and services
f e lve ngd th nfant with sp¢mial needs.

For children leaving an infant program at age three,
a craticas point occurs in placement in special
education, nursery school or other programs. The
1nfantprogram ususally knows infant and family needs
and can assist both families and potential place-
ment agencies with recommendations, records, and
transitional proaram suggestionec
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RECOMMENDATIONS

A comprehensive coordinated state plean must be developed
which establishes a local planning process for families
with special needs infants birth to 3 years.

Approp: iate infant development gervices for any child
with special developmental needs must be made availsble
in all areas of California.

Infant development programs need a stable and sufficient
fiscal support base to sustain adequate staff and pro-
gram quality.

Coordination of service delivery systems is needed to
eliminate gaps in service and delays in entering service
systems initially.

Quality stzndards need to be emphasized across all agencies
providing services to infants.

A variety of program models need to be available to meet
the needs of individual families.

Funding must permit services to infant and family, not
just the infant.

Referral and eligibility processes need to be streamlined
to minimize the delay in services.

Quality standards for staff composition and competencies
should be deseloped.

State and local planning of services for infants with
special needs must involve service providers and parents.
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PREPARED STATEMENT OF MARGARET BurLey, EXECUTIVE DIRECTOR, OHIO COALITION
FOR THE EDUCATION oF HANDICAPPED CHILDREN, WORTH:iNGLTON, OH

Mr. Chairman, Members of the Committee: My name is Margaret Burley, I am
offering this testimony in my capacity as Executive Director of Ohio Coalition for s
the Education of Handicapped Children, MR/DD Legislative Coalition and for the
Board of Directors of National Parent CHAIN. My testimony will address several
topics dealing with the effects a handicapped child has on the family. In addition, I Y
would like to discuss how public policies of dealing with individuals with handicars
are designed in ways which only aggrevate the pressures put on the individuals’
family. Finally, I will examine some of the newer policy and program directions
which, if' followed through upon, could relieve a great deal of the pressure now
weighing on hundreds of thov=ands of citizens nationwide. .

My duties with the Ohio Coalition bring me into daily contact with parents and .
families who have a handicapged family member. This permits me to see a graat ¢
many situations. Although all have their own unique elements, there is usually one N
gmlglem they share in common. That is handling the pressures put on the entire
amily. :

The pressures of raising a child with disabilities in our society are a tremendousaxly
frightening thing. A family can either emerge stronger than ever or as happeas, all
too often, it can end up texarin%l that family apart. The more you try to be u part of $
that child’s life, the greater the stress that must be dealt with. Rarely does that :
stress hit a higher peak thru when the family must make a choice bet'ween institu-
tionalizing their loved one and keeping them either at home or in the local commu-
nity. .

Since the early 19th century, our society has placed a heavy emphasis on institu-
tionalizing the physically and mentally disabled. This was a radical departure with
the more natural approach taken by the colonists. In Colonial times, the institution
was yet to be discovered. Those with mental and/or physical disabilities lived in and
were cared for by the community. This was true for orphans, the poor and criminals
as well. The emphasis was on assisting the individual within the confines and abili-
ties of the local community.

Institutions, for criminals, the poor, orphans and imbeciles sprung up quickly
about the turn of the century. By the end of the 19th century they Lad become the
method of first resort in dealing with these four groaps. They became the source of
great pride. Monuments to American ingenuity and efficiency.

To the families of persons with serious disabilities, especially at the time pre-
dating the establishment of community programs, the advent of the institution was
a mixed blessing. On one hand it meant freedom from the personal and economic
struggles that seemed s0 hopeless at times. On the other hand, you had to give up
your child to the state.

In 1962, when my family and I faced our decision, things were not that much dif-
ferent then during the turn of the century. When the doctors told vs our son Tom
would be blind, deaf and brain damaged, probablv his whole life, we were devastat-
ed. Initially we felt a sense of loss. The dociore recornmended that both for the fami-
lies sake as well as Tom’s hs be placed in .n institution to live out his life. They felt
it would spare us tremendous heartache as well as financial troubles if we gave up
our son.

Looking back, I do not know how we: ever decided to try to raise Tom ourselves.
The odds were certainly stacked againat it. The arguments in favor ¢ stitutional-
ization were ve?' com llinf. Our gon would be cared for and we couss resume
living a normal fife Wgecou d be a aormal family as our other three children had
no disabilities. We would not have « face the long hours of attending to Tom’s per-
sonal needs. We wou'd not be facef with a choice of staying home or exposing our-
selves to the rude stares of the co:nmunity. Our sons and daughter would have had
our equal attention rather than taving a brother who was the focus of attention 24
Lmux}-ls a day. On the other hand, we would have to give up a soi1 and the children, a

rother.

At that time there were few 4lternatives to either the family home or the institu-
tion. Either the family kept th: child home and assumed full responsibility for their
habilitation and care or they relinquished the family member to the state run insti-
tutions.

Prior to the creation of the Medicaiigrogram which was part of the Social Securi-
ty Act of 1965, the states we e presumed to have total responsibility for their 1 >spec-
tive developmentally disabl=d citizens. Quality and concern fluctuated from state to
sta.e. The Social Security Act and, in particular, the Mediceid program offered the
states money for their dev elopmentally disabled citizens in exc ange for some uni-
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formity and quality assurances. Chapter 42 of the United States Code sets out eligi-
bility criterion which, if met by the state, can net the state about a 50% match
money from the federal government.

Unfortunately for the family, most of this money is targeted for institutionel care.
Two of every three dollars goes for hospitals, skilled nursing facilities and Interme-
diate Care facilities. In 1985 it is estimated that of the total medicaid budget of
$40.762 billion, 25% ($10.325 billion) will go for hospital care, 13% ($5.389 billion) for
skilled care facilities and 29% ($11.975 billion) for intermediate care facilities. The
priority is still given to the funding of institutions and public policy usually follows
the funding priorities.

Families have been able to utilize the Education for All Handicapped Children
Act of 1975, Public Law 94-142, which requires greater intervention by the public
schools. The theory and philosophy of Public Law 94-142 are irreproachable. Unfor-
tunately, the burden of actually enforcing compliance falls on the parents. Often at
great financial and emotional cost.

More help may be on the way for families. This session, the Community and
Family Living Amendments, S. 873 has been introcuced in the U.S. Senate. The
thrust of this legislation is for the federal government to shift its Medicaid subsidies
from institutions to community and home based programs. As I stated earlier, zur-
rently a person must usually be in some form of institution or facility to benefit
substantially from Medicaid. Most community or home based programs are funded
through state or local dollars. Over a 15 year period, S. 873 would shift Medicaid
funding exclusively to community or home based programs and require the states to
be solely responsible for funding institutions.

Other incentives are appearing on the state leve!l. Two years ago, Ohio started a
program called Family Resources. It provides reimbursement for families who have
a qualifying family member for whom they must purchase adaptive equipment or
special foods. The cost of family counseling and vespite care can also be reimbursed
under this program. Respite care permits the family to take a break or a little vaca-
tion from the rigors of raising a handicapped child while ensuring the child has all
their specialized needs met. A day off every once in a while can do wonders for fall-
ing morale.

Programs like Family Resources or those proposed by S. 873 represent the future
of this field. We need to move back toward what came so natural to us in the first
place, assisting individuals within the local community. It is not only more humane
or cost effective. It is what comes naturally.

We must stop forcing parents to break up their families when a child is born with
developmental disabilities. We should encourage them to take as large a roll as pos-
sible in raising that child. We should supplement their income &s an incentive to
keep the child at home. We also must create readily availgble community based
services to meet the child’s needs.

We hear a lot in the media about being pro-family, yet, rarely do people examine
administrative policies dealing with the disabled in that light. If they did, they
would find most of the policies anti-family. For instancz, a family who is trying to
work and care for a severely disabled child gets no extra deduction on their Federal
income tax. .. that family tries to get aid from the state department of welfare they
are told to get a divorce so the mother is eligible for A.D.C.

U.S. DEPARTMENT OF EDUCATION, OFFICE OF THE ASSISTANT SECRETARY FOR
SPECIAL EDUCATION AND REHABILITATIVE SERVICES,
Washington, DC, April 29. 1985.
Hon. Dan Coars,
Ranking Minority Member, U.S. House of Representatives, Select Committee on Chil-
dren, Youth and Families, Washington, BC
DeAr Mz. Coats: Thank you for your letter requesting the Office of Special Edu-
cation and Rehabilitation Services to submit written testimony for the record of the
Hearing, “Families with Disabled Children: Issues for the Eighties.”
1 appreciate the opportunity to present OSERS’ views on this important topic.
Please feel free to contact me if you have further questions.
Sincerely,
MapeLEINe WILL, Assistant Secretary.
Enclosures.
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FauiLies Wrri DisaBLep CHILDREN: Issuxs ror THE E1GHTIES

The Office of Special Education and Rehabilitative Services (OSERS) is pleased to
have the opportunity to ‘gresent testimony regarding the isgues facing families with
digahled children. OSERS' programs have played a strong leadership role in bring
ing the family into the Krowse of education of handicapped children. Following are
a number of issues which we feel are of critical importance in this decade.

FAMILY STRESS

The addition of any new Emn to a family requires a lot of nfﬂustmg on the part
of other family members. The addition of a child with a disabi ity requires major
adjustments, even in the ways other family members interact with each other. Of
Ccourse, there are compensations that come with a handicapped child —including a
heightened awareness of what is really important, and the Joy of victories of the
human spirit. There also is the same Jove that comes with any child. But for almost
all families, there are also economic, psychological, and soci problems that create

The direct economic costs of providing extra services are somewhat obvious: trans-
portation, baby sitters, attendants, tutors, clothing, campe, vacations, almost any-
ing one can think of costs more, or is needed more often. The indirect cost is that
the rest of the family often has to make do with lees time, as well as money. Par-
ents have to work longer hours to earn needed additional income, or irregular hours

The peychological pressures on the family may include initial grieving and guilt,
and the ge.m ﬂt comes from having to watch helplessly as the disabied ch;‘lltllll is
rejected rs. Social pressures come from relatives, friends, neighbors, school-
mates, ang e people in supermarkets, movie theaters, and playgrounds whose ex-
cessive sympathy, or discomfort, or hostility are equally offensive, and often more
difficult to deal with than the disability that elicits it.

Given these pressures, it is not for a family to resist defining itself in terms
of its handimiped child. But the need for the child as well as the family is to resist
that kind of skewing, to maintain a balance, to recognize that though one member
of the family may have more obvious requirements, all have needs that must be ad-
dressed. All of the chi.dren in a family need their own time with their parents and
time to tliemselves. And parents need time with each other. Both children and par-
ents n;ay need counseling and respite from their obligations of caring for, or being
cared for.

The primary isques to be considered are:

Reepite Care

Parent Burnout

Family Counseling

Roles of Siblings

Values Clarificatinn

Information for Planning

Negotiating Education/Medical and Related Systems

Many of OS programs have elements dealing with reducing femily stress.

This is a major issue especially in many of our early childhood education programs
and in our parent training and information centers. Stress is often a result of inad-
equate information. We also sup&ort two gr%]ect.s specifically to provide better infor-
mation services, These are the Natjonal niormation Center on Handicapped Chil-
dren and Youth and the Direction Service Center. This latter project is especially
important in helping families negotiate the maze of service providers in a system of
service delivery which is extremely fragmented and complex., In addition, our gener-
al philosophy of encour ing parents to become more directly invnlved in the educa-
tion of their handicapped children should be a hignly positive factor in reducing the
effects of family stress,

SCHOOL-TO-WORK TRANSITION

Youth with disabilities face an uncertain future when they leave the Nation’s
public schools. Qualification for employment is an implied promise of American edu-
i:ation. However, between 50 and 8¢ percent of working age disabled adults are job-

ess.

The absence of meaningful ¢mployment opportunities has caused many individ-
uals to seek out community services. Parents, professionals, and handicapped adults
are quickly learning that appropriate community services are very ~carce. Those
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community services that may be available often fail to provide meaningful employ-

ment training and l:zgreg:slte individuals fromn their non-disabled peers.
Congress recognized this situation and created the Seconda ucation and Tran-
sitional Services for Handicapped Youth . The U.S. Department of Educa-

tion, Office of Special Education and Rehabilitative Services has responded to this
concern by establishing a priority for the improvement of transitional services for
handicapped youth.

The Education of the Handicapped Act Amendments of 1983, P.L. 98-199, created
the Secondary and Transitional Services for Handicapped Youth Program (Section
626). The purposes of this program is to: (1) strengthen and coordinate education,
training, and related services to assist in the transitional process to post secondary,
vocational training, competitive, or supported employment, continuing education, or
adult services, and (2) stimulate the improvement and development of programs for
seconda?' special education. Appropriations for Fiscal Year 1985 are in excess of 6
million dollars. Eligible applicants for funding include institutions of higher educa-
tion, State and local school districts, public or &x;ivate nonprofit agencies or organi-
zations, and State Job Training Coordinating Councils and Private Industry Coun-
cils authorized under the Job Training Partnership Act.

Each unit within the Office of Education and Rehabilitative Services (S
cial Education National Institute for Handicapped Research, and Reha-
bilitation Services Administration) has given top priority to the development, expan-
sion, and improvement of transitional services. Special Education pro-
vides Federal leadership for improving the transition of handicapped youth from
school to work and adult life by: .

Communication and dissemination of Federal policy and information on the
education of handicapped children and adults.

CoAdministration of formula grants and discretionary programs authorized by
ngress.

Encouragement and support of research and the development of knowledge
and innovations for the education of handicapped children and adults.

Encouragement and support of the use, demonstration, and dissemination of
models and practices. .

Promotion and support of the training of educational, related services, and
leadership personnel and parents.

Evaluation, monitoring and reporting on the implementation of Federal
policy and é)rograms and the effectiveness of efforts to educate handicapped
children and youth.

Promotion of interaction and coordination among other Federal agencies,
State agencies and the private sector including parent and professional organi-
zations, private schools, and organizations of handicapped persons for the iden-
tification and review of policy, program planning and implementation issues.

LEAST RESTRICTIVE ENVIRONMENT

The concept of education in the least restrictive environment (LRE) is the corner-
stone upon which Federal special education policy is built. Two principles a:dmg
the placement of handica%ped children and youth are established in P.L. 94-142.
The first principle establishes that there is a requirement to place a child in an ap-
faropriate setting for learning. For some children that may be a regular classroom,
or others it may be a special classroom setting which least restricts the child from
entering the mainstream of educational development. Any departure frowa that prac-
tice requires a compelling justification. The second principle is that most handi-
capped children and youth must be educated with children who are not handicapped
and addresses the degree of student integration. These are some of the issues of
LRE for the 80’s:

Assessment of current service delivery systems;

Development of appropriate service delivery systems;

Impleme.itation of appropriate service delivery systems;

Institution of effective mechanisms for evaluation of services;

arovisions of training for general education teachers by qualified special edu-
cators;

Provision of fully trained and certified special education personnel.

PARENTS AS MEMBERS OF ThE EDUCATIONAL TEAM

The ;foal of the educational team which develops the individualized education pro-
gram (IEP) is to evaluate and determine the most appropriate environment for a
child who is handicapped. Hopefully, all children who are handicapped will be
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placed in an environment allowing them to develop to their fullest potential. In
order for this ideal to be reached, it is crucial that the dpeople who know the child
best be working members of this team, Professionals and parents both have signifi-
cant roles to play in this effort.

Being part of the educational team may present a problem for parents who are
often not as trained to deal with such meetings as professionals are. The major
problems parents have are these:

(1) Parents are often unaware of their rights and the whole assessment process.
Parent advocacy groups have helped to eliminate thig tﬁroblem to some degree, but
many of the erents who are not middle class, or of the cultural majority, still do
not receive adequate information.

(2) Parents are sometimes unwilling to exercise their rights even when known.
This mt;y occur due to many factors, but some of the most common ones include: a)

the total system, b) feeling overwhelmed by the educational team of profes-
sionals, ¢) not understanding the vocab used, and d) feeling they don’t know
enough to contribute anything of value. Pro essionals must be aware of these factors
and work to encourage parents to understand that they do make a difference and
have crucial information that should be included in the decision making process.

(3) Parents are sometimes seen as uninformed by professionals, and, as result,
unqualified to take part in decision making. On tﬁ

attitudes need to be dealt with if children are to be best served.

(4) Parents are sometimes unable or unwilling to see the total picture of their
child. They may choose to see only “good” points or they may expect too much, or
may be over %rl:tecﬁve, and expect too little. Most parents are protective of their
children but thi emotionally charged issue needs to be dealt wi or it can hinder
acceptance of an appropriate placement.

Persons concerned with the child’s best interest need to become aware of these
problems and to sensitively tackle each one. All of these problems can and should be

ealt with because effective involvement of parents and educational professionals is
necessiary if each child with a handicap is to be helped to rzach his/her fullest po-
tential.

EARLY INTERVENTION

Part B of the Education of the Handicapped Act (EHA-B) and the implementing
Federal regulations (34 CFR Part 300) require the provision of special education and
related services to children and youth from age three through twentf-one. Although
other Federal programs (Sec. Part D of the ; 34 CFR 318) do include some focus
on infant intervention, the lack of requirements for State educational agencies
(SEAs) to report handicapped infants deters Federal monitoring. A:Ypmpriate
amendments to the EHA-B clearly would enhance more effective Feder: monitor-
ing of desirable early intervention.

me of the more dramatic examples of progress and discovery in medicine and in
education have taken place in the treatment and stimulation” of infants and pre-
school children who have disabilities, Progress in serving these children hag
incre; more in the last decade than in ten generations before it. Yet services are
still not available to all handnglpged children, ranging in age from birth to five, nor
is the spectrum of services available to those very yo handicapped children who
need extensive, focused, comprehensive treatment and education to give them a
viable start in life.

The solutions to providing quality services to infant and preschool handicapped
children are known, but far too often they are not acted upon. To facilitate the type
of services needed by preschool disabl children, members of several traditional
disciplines, e.g., medicine, education, recreation, child care, etc., must work together,
blending their specialties to the task of nurturing and educating a handicapped
child. Although eoretically possible, the service models that actually promote true
interdisciplinary intervention to a handicapped infant or child are rare.

* * * recreation, child care, etc., must work together, blending their sgecialties to
the task of nurturing and educating a_handicapped child. Although theoretically
possible, the service models that actually promote true interdisciplinary interven-
tion to a handicapped infant or child are rare.

Whether because of traditional disciplinary rivalries or through lack of transdisci-
plinary education, this hinderance to comprehensive interdisciplinary treatment/
education of preschool handicapped children is an obstacle that can best be removed
by reform and innovation in_the academic Igreparation of these professionals.
OSERS’ Division of Personnel Preparation (DPP) funds the start of such programs.
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The other obstacle to the needed quantity cf such services for young handicapped
children is the lack of facilitating legislation within states. Interdisciplinary profes-
sionals need to be paid for working with children. Buildings and facilities must be
provided. Quality standards must protect the client from poorly trained or adminis-
tered programs or personnel. Only a few states now encourage a full complement of
intervention personnel and facilities. Federal grants are assisting States in plan
for the initiation of legislation, but many States are resistant. Again, ine universi-
ties must research the problems and train administrators in their solutions before
acceptance will be fully obtained.

RECREATION

Families of handicapped children need to be systematically appraised of the
myriad benefits to be derived from recreation profmrns. Such p are an im-
pox('ltant tt}fd for enhancing the educational development of handicapped children
and youth.

To assure the widespread availability of such dprograms to all handicapped chil-
dren and their families, written policies and guidelires for implementation need to
be established. Uniform practices, certification, and licensing need to be sanctioned.
Appropriate personnel preparativn must accompany the clearly defined roles and
functions of recreation specialists and ultimately affect the effectiveness of recrea-
tion programs. And finally, opgortunities need to be provided for the integration of
handicapped children and youth into programs with non-handicapped peers.

QUALITY FOR THE 808

The improvement of educational services for handicappea children and youth in
this country ultimately depends on improving the preparation and certification of
school personnel so that those who enter and remain in the teaching profession are
competent. To achieve this, a number of specific areas need to be strengthened:

Temporary or Emergency Certification

National Accreditation

State Program Approval

State Certification

Technologies

Rural Service Delivery

Linkages and Collabcrative Arrangement

Recruitment, Admission, and Retention

Faculty/St-f

The Preservice Program (Including Curricuium & Competencies & Practical
Experience)

2arch
Evaluation

CONCLUSION

In conclusion, OSERS has identified a number of jssues of importance in the
eighties: the transition from school-to-work, parent involvement in the decision
making process related to the disabled child, family stress, the least restrictive envi-
ronment, recreation issues, and the education of all health professionals and related
personnel working with disabled new borns. Inroads in these crucial areas will
impact si iﬁcan:dy on the quality of eCucation, and ultimately on the quality of
life, for all disabl individuatls.

U.S. House or REPRESENTATIVES,
S.:Leer ComriiTeee ON CHILDREN, YOUTH, aNp FAMILIES,
Washington, DC, May 17, 1985.
Ms. BEVERLY BERTAINA,
Sebastopol, CA

DeAr Ms. Berraina: This is to express my personal appreciation for your appear-
ance before the Select Committee on Children, Youth, and Families at the hearing
held in Anaheim, California, “Families with Disabled Children: Issues for the 80’s.
Your participation contributed greatly toward making the hearing a success.

The Committee is now in the process of preraring the transcript of the hearing
for publication. It would be helpful if you would go over the enclosed co;:fv of your
testinsony to make sure it is accurate, and return it to us within three da

ys with
any necessary corrections.
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In addition, Congressman Lehman has requested that you answer the following
questions for the rerord:
1. What can you tell the Committee about the extent and quality of hospice
care and respite care for families with disabled children?
2. Do”you have any information on how these types of care differ from state
to state?
3. Are you familiar with any experiences that other countries have had with
hospice and respite care from which we can learn?
4. Has any information grown out of the hospice movement for the terminall
ill elderly t{at We can use to encourage better programming for disabled chif:
dren and their families?

Let me again express my thanks, and that of the other members of the Select
Committee, for your testimony.

GEORGE MILLER, Chairman.
Enclosure.

To: House Sub-Committee on Childre 1 Youth & Families.
From: Beverly Bertaina, Sebastopol, CA.
Date: May 20, 1985.

Re: Respite Care for Disabled Children.

Respite care varies a great deal in the counties within the state of California.
There is no respite in many areas, very little in some areas & an inadequate
amount in a few areas.

But respite (a break from the care of a disabled child) is not the only need of fami-
lies. We need part-time attendant care, but funding is available only for adult dis-
abled ple. Attendant care provides help with our disabled child while we're
home, mp to do some of the lifting, transferring, bathing, feeding, diapering, ther-
apy, etc.

I would like to caution Congressman Lehman in his interest in hospice programs
& programs that use disruptive students to peer tutor disabled students. The jexta-
position of deviancy has often been used to get 2 deviant groups (such as problem
kids or the terminally ill & the disabled) out of the way and kill 2 birds with one
stone. The problem is that this p:ocess results in lowering the status of bot’ ups
(who need a raised status in the eyes of the world), in lower stancards within the
E) am, and in isolating both groups from the mainstream (where they need to be).

t1 groups of kids often end up learning more deviant behavior from each other,
not less.

I feel strongly that my divabled child must be afforded the same quality & protec-
tions as most parents demand for their non-disabled children. If a peer tutor pro-
gram is established with disruptive students then 90% must work with non-disabled
kids & 10% with the disabled. Only in that way can we insure that the program
will have sufficient quality & protections.

It is also important to remember that, although our disabled children often have
medical needs, they are not ill. Their medical nceds are usually not their most im-
portant needs; their educational, deveiopmental, social, communications needs are

central. Providing programs based on the medical model can be extremely unbal-
anced & harmful.

HousE oF REPRESENTATIVES,
SeLect COMMITTEE 0N CHILDREN, YoutH, AND FaMILIES,
Washington, DC, May 17, 1985.
Ms. FLORENCE M. Povapug, R.N.,, M.A.
Executive Director, Parents Helping Parents,
San Jose, CA.

DeAr Ms. Povapue: This is to express my personal appreciation for your appear-
ance before the Select Committee on Children, Youth, and Families at the hearing
held in Anaheim, California, “Families with Disabled Children: Issues for the 80’s.”
Your participation contributed greatly toward making the hearing a success.

The Committee is now in the process of prei)aring tne transcript of the hearing
fer publication. It would be helpful if you would go over thv enclosed copy of your
testimony to make sure it is accurate, and return it to vs within three J;ys with
any necessary corrections.

In addition, Congressman Lehman has requested that you answer the following
questions for the record:
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Are you aware of any hospice pregrams for children and their families in the
f\}'asl;ington. D.C. area, South Florida, or anywi.ere else there might be n idel ef-
orts
Let me again express my thanls, and that of the other members of the Select
Committee, for your testimony.
Sincerely,
S3rorGE MILLER, Chairman.
Enclosure.
F..xeNTs HELPING PARENTS INC,,
San Jose, CA, May 20, 1985.
GEGRGE MILLER,
Chairman, Select Committee on Children, Youth, and Families, U.S. House of Repre-
sentatives, 385 House Office Building Annex %, Washington, DC.

DeAR Sir: I have enclosed m\;' corrected copy of the testimony given before the
Select Committee on Children, Youth, and Femilies in Anaheim, California.

In answer to Congressman Lehman’s request: Are you aware of any hvspice pro-
grams for children and their families in the Washington, D.C. Area, Sonth Florida,
or anywhere else there might be model efforts?

I talked with the Director of Hospice of the Valley of San dJose, California. She
states that their hospice, and most hospices are open to children. She e'so nastened
to add that in six years of operation, they have only eerved three clients under 18
years of age. Their youngest was 17 years old. They have no age limits though. She
feels that thzy have not seen use of their services for children for possibly two main
reasons:

No. 1. Parents cannot bring themselves to acceptance of their child’s deatl, so
they cannot let go. Using a hospice would indicate that they are doing just thas, so
thﬁ' shy away from the concept of hospices.

\ tg’ <. Support for parents is available in most children’s hospitals on the oacology
units. =

There is also support for parents through an organization called Candlelighters;
their national address is Suite 1011, 2025 Eye St. NW, Wash., DC 20006. Kvnald
McDonald Houses are sometimes attached to children’s oncology units.

" talked with a Dr. Sil > Maryolis in San Francisco (456 Cofumbus Ave. S.I, CA.
94133—P1.: 415-989—7550) who operates a Pediatric House Call Agency. It is a t
of hospice service as he explains it. He considers it a model for cLild care in the
home. He will be in Bethesda at the Holiday Inn on 8120 Wisconsin Ave. July 29-
Augus;tts 2. Soreone might want to get in touch and get more information about hir
concepts.

Also, there is & Dr. John Golinski at Childrens Hosp. of Oakland (415-425-3000).
He is the Directnr of Psychological Services and may well be able to supply further
information on this topic for Congressman Lehman.

Respectfully,
F.M. Povapug, RN MA

House oF REPRESENTATIVES,
SeLrer CoMMITTEE oN CHILDREN, YOUTH, AND FAMILIES,
Washington, DC, May 17, 1355.
Arxn P. TurnsuULL, E4.D.

Lawrence, KS

Dear Dr. TurnsuLL: This is to express my personal appreciation for vour uppear-
ance pbefore the Select Committee on Children, Youth, and Families at . e hearing
held in the Anaheim, California, “Families with Disabled Children: Issues for the
80's " Your participation contributed greatly toward making the hearing a suc-ess.

The Committee is now in the process of preimring the transcript of the l-earing
for publication. It would be helpful if you would go over t':2 enclosed copy of your
testimony (o make sure it is accurate, and return it to u ~ within three ys with
an( necessary corrections. .

n addition, Congressman Lehman has requested that you answer the foliowing
questions for the record:

1. What can you tell the Committee about the extent and quality of hospice care
and respite care for families with disabled children”

2. ”Do you have any informaticn on how these types of care differ from state to
state?

3. Are you familiar with any experiences that other countries have had with hos-
pice and respite care from which we can learn?
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4. Has any information grown out of the hosp’ce movement for the terminally i1
elderly that we can use to encourage better programming for disabled children and
thei* families?

»t me again express my thanks, and that of the other members of che Select
Coramittee, for your testimony.

Sincerely,
Gr.0:CE MILLER, Chairman.
Enclosure.
THE UNIVERSITY OF KANSAS,
BUREAU oF CriLD RESFARCH,
Lawrence, KS, May 24, 1985,
Regesentative MILLER,
Se

60('?ommit¢ee on Children, Youth, and Families, H2-385, Annex 2, Washington,

fDmml !llgmssmn'nvz Mi_LER: Enclosed is the revised transcript of my testimony
of April 19.

I am not qualified to answer questions about hospice, but I refer your staff to
“Mental Reardation,” Vol. 22, No. 4, August 1984 for a symposiutn about hospice,

It was a pleasure to have worked with your committee and you, and my husband
and I stand ready to help you at any time.

Very truly yours,
ANN P. TurnBULL,
Acting Associate Director.
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